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ABSTRACT 
The aim of this study was to explore mothers' experiences of parenting a child with 
Down syndrome. A qualitative approach was adopted for the study. Eighteen key 
informants were recruited by purposive sampling. Data were collected by the 
researcher using semi-structured interviews. Seven major categories namely 
unexpected birth of an abnormal child, acceptance of the child, special needs of the 
child, worry about the future, knowledge deficit, marital relationship and social 
restrictions were identified. 
To identify mothers' coping strategies in relation to specific stressors encountered, 
Lazarus and Folkman's theory of stress and coping was used. Research findings 
indicated that the types of stressors encountered changed over time. The changes are 
classified into three stages according to the child's age. The first stage is defined as 
from birth to six months old whereas the second stage started from six months to two 
years old and the third stage from two to six years old. In the first stage，the specific 
stressors mothers encountered were: facing a child who was completely different 
from expectation, taking care of a child who was different from normal, informing 
relatives about their child's syndrome and accepting a child who had congenital 
disability. Except the support from their husband, mothers' coping resources were 
very limited. Their coping was emotion-focused and avoidance was the most 
frequently used coping strategy. In the second stage, the stressors changed to: 
meeting the child's special needs, handling the threat to marital relationship and 
worrying about other people's acceptance of the child. Mothers' main coping 
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resources were from professionals in the Early Education and Training Centre. The 
coping strategies employed largely depended on the stressors encountered and the 
acceptance of the child. Several commonly used coping strategies were self-reliance, 
seeking social support and avoidance. Problem-focused coping had been added to 
the original emotion-focused coping. In the third stage, the stressors were: meeting 
the child's high level of assistance in performing activities of daily living and handling 
complaints made by teachers regarding the child's problem behaviours. If the 
stressors encountered in the previous two stages had not been resolved, mothers had 
to cope with them as well. Mothers' coping resources were more or less the same as 
those in the second stage. Both emotion-focused and problem-focused coping were 
used in this stage. Strategies frequently used were avoidance, self-reliance and 
seeking social support. For mothers who were unable to accept their child, their 
coping resources remained minimal and the dominant coping strategy was still 
avoidance. 
It is found that nurses were rarely involved in supporting mothers to cope with the 
birth and rearing of a child with Down syndrome. Findings have implications for 
improving nursing education and providing foundations for further research in order 
to guide nursing practice in the care of mothers with this group of children. 
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Throughout the pregnancy, most parents have pictured in their minds what their child 
would be like (Algren, 1985). With the advancement of antenatal screening, some of 
the congenital abnormalities with the foetus can be diagnosed in the pre-natal stage. 
However, there are still a number of congenital disabilities which cannot be diagnosed 
in advance. In such cases, the birth of a child with congenital disability inevitably hits 
the parents all at once (Seligman & Darling，1989). Among congenital disabilities, 
Down syndrome is the most common type of genetic problem which is manifested by 
characteristic physical appearance, delayed motor development and mental 
retardation. The incidence in Hong Kong is 1 in 767 births (Lo, Lam & Chan，1994). 
Because the condition is visible and is readily recognized by the general public, the 
moments after birth can rapidly change from euphoria to a period of acute emotional 
stress (Gath, 1985). The mourning of the loss of an "expected ideal" child and the 
demand to accept a "less-than-perfect" child can be overwhelming (Algren, 1985). 
However, there is no local study demonstrating how these parents undergo such a 
crisis situation. 
In the past, children with mental handicap, such as Down syndrome, were 
institutionalized after birth mainly because society considered these people to be 
unproductive and unable to lead an independent living (Mackelprang & Salsgiver， 
1996). However, in recent decades people generally believe that home is far superior 
to any institution for these children. With increasing emphasis on 
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deinstitutionalization and normalization, the first White Paper on Rehabilitation, 1977, 
proposed integrating the disabled into the community (Hong Kong Government, 
1995). As stated in the White Paper on Rehabilitation, 1995, the present policies on 
rehabilitation are still based on this mission. This implies that children with mental 
handicap, including Down syndrome, have to spend more time at home rather than in 
institutions. Consequently parents have to shoulder more caretaking responsibilities. 
Yet, the outcomes of expanding families' responsibility for long term care giving are 
not well understood. 
Since mothers are usually the primary caregivers, the extra burden of caring for the 
handicapped child falls unequally on them, even when they have outside jobs 
(Schilling, Schinke & Kirkham, 1985). However, most of the services provided are 
designated for assessing or enhancing the development of the child with Down 
syndrome, such as the Maternal and Child Health Centres, the Child Assessment 
Centres, the Early Education and Training Centres and the Special Child Care 
Centres. It seems that the main focus is on the child. The mother is left alone to deal 
with her own psychological stress and the extra caring demand of her child. 
Prolonged stress of mothers may lead to deterioration in their physical and mental 
health (Sarafino, 1994), and in tum further affect their child's biopsychosocial well 
being. The relationships and influences between the handicapped children and their 
families are reciprocal and circular (Cmic, 1990; Crnic, Friedrich & Greenberg, 
1983). For the sake of the child and the mother, it is necessary to help the mothers 
first before any problem develops. 
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Health care professionals, especially nurse midwives, are people who usually have 
first contact with these mothers as they witness and assist the delivery of their child. 
Subsequently they provide postnatal care to these mothers and nurse their newborn. 
Then they teach the mothers how to take care of their child. Due to the prolonged 
contact with these mothers, nurses are at a particular advantage to help them during 
the crisis situation. Later on，throughout the child's growth and development, nurses 
also have numerous opportunities to meet mothers and their children, such as in the 
Maternal and Child Health Centres, the Paediatric Outpatient Departments and the 
Paediatric Wards. Therefore nurses are in a key position to provide continuous 
support to these mothers. Before planning strategies to help mothers to undergo the 
crisis of learning that their child has Down syndrome and to support them throughout 
their child's growth and development, it is necessary to explore mothers' experiences 
and the contexts in which they are situated after learning that their child has 
congenital disability together with the impact of parenting such a child has on them. 
A large number of studies have been conducted by means of standardized instruments 
to look at stress in terms of outcome measures and coping in isolation of specific 
stressors encountered. Although these studies provide useful theoretical information 
in understanding how stressful the situation is for mothers and how they cope with 
their stress, the results are difficult to relate directly to clinical interventions. In order 
to guide clinical nursing practice, it is important to get an in-depth picture from 
individual mother's perspectives in parenting a child with mental handicap. 
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The focus of this study is to explore mothers' experiences after learning that their 
child has Down syndrome; their perception of the contexts in which they are situated 
shortly after giving birth to the child; the specific stressors they encounter; the coping 
resources available to them; and their coping strategies in raising a child who has 
special needs. It is hoped that the study will give practical directions to nurses in 





The following areas will be covered in this literature review: firstly, parental reaction 
to the birth of a child with congenital disability will be reviewed. Then there will be a 
brief introduction to Down syndrome. Sources of parental stress and its outcomes 
will be explored. Some variables in relation to parental stress will also be examined. 
Lazarus and Folkman's theory of stress and coping as well as Folkman, Schaefer and 
Lazarus' five broad categories of coping resources will be discussed. Studies on 
perceived stress, coping strategies and coping resources together with their 
inadequacies in understanding the topic being studied will be investigated. Finally, the 
reason for focusing the study on mothers will be explained. 
A survey of the literature regarding the impact of the presence of a child with Down 
syndrome on the parents indicates that these children are usually studied together with 
children of undifferentiated mental retardation due to various causes and other 
handicapping conditions, such as spina bifida, cerebral palsy, brain damage and some 
rare syndromes (Beckman, 1983; Frey, Greenberg & Fewell, 1989; Gowen, Johnson-
Martin, Goldman, & Appdbaum，1989; Harris & McHale 1989; Krauss, 1993). 
Children having any of the above conditions are frequently regarded as a homogenous 
group known as children with handicaps, mental retardation or developmental 
disabilities. Actually mental retardation, mental handicap and learning disability are 
terms currently used in the literature to refer to individuals who have subaverage 
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intellectual functioning. Some studies even do not address the types of handicapping 
conditions included. Since Down syndrome is manifested by mental retardation and 
developmental delay, this literature review will cover the broad categories of children 
with handicaps, disabilities, mental retardation and developmental delays. 
Parental reactions to the birth of a child with congenital disability 
The birth of a child with congenital disability can be experienced as a shattering event 
to parents (Cardone & Gilkerson, 1992). Parental responses are so specific that 
Drotar, Baskiewicz, Irvin, Kennell, and Klaus (1975) developed a theoretical model 
to describe the parents' emotional stages over a period of time. These parents usually 
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experience overwhelming shock, disbelief and denial when they first notice that their 
child is born with congenital disability. The initial phases of shock, disbelief and 
denial are closely followed by a period of intense emotional upset like sadness, shame, 
guilt and anger. Although the stages of adaptation and reorganization usually follow, 
some parents may just stay at one stage while others may move from one stage to 
another without following a progressive sequence (Romney, 1984). Since the 
theoretical model of parental responses developed by Drotar et al. (1975) laid the 
groundwork for further research, there are disagreements among subsequent studies 
regarding the numbers, names and components of the stages. According to Fortier 
and Wanlass (1984), although the numbers, names and components of the stages are 
different, there are notable similarities among the findings. As suggested by Gath 
(1985) and Lynch (1989), parental responses are similar to the stages of the grief 
process presented by Kubler-Ross. 
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Although Drotar and her colleagues' (1975) theoretical model of parental responses is 
very helpful in anticipating and accepting parental reactions after learning that their 
child has congenital disability, it is equally important to understand the actual 
contexts in which these parents are situated. For example, under what circumstances 
they are informed of the tragic news; their fears, worries and misunderstandings; their 
greatest concern after learning that their child has congenital disability; other people's 
attitudes towards them; the kind of help that has been offered to them; and in what 
way they think others can be more helpful. A review of the literature indicates that 
there is no comprehensive study on these areas. 
Introduction to Down syndrome 
Among congenital abnormalities, Down syndrome is the most common type of 
genetic problem causing developmental disabilities and mental handicap. The 
syndrome has existed a long time but was first identified by John Langdon Down in 
1866. He recognized the multiple characteristics of the syndrome and believed that 
these children represented a form of retrogression to the Mongolian race (Hoekelman, 
Blatman, Friedman, Nelson & Seidel, 1987). Therefore the term "Mongolism" was 
adopted to describe people with this syndrome. However, the term was found 
offensive to the Chinese and Japanese and was dropped in the early 1960s (Rogers & 
Coleman, 1992). The term used nowadays is taken after the sumame of John 
Langdon Down. Although "Down's" surname is used to refer to the syndrome, there 
are still some inconsistencies in the terms used. For instances, "Down's Syndrome", 
“Downs，Syndrome", "Downs Syndrome" and "Down syndrome". Since the 
currently used term is “Down syndrome", this term will be used consistently 
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throughout the study. 
The syndrome is usually recognized shortly after the child's birth because one of the 
manifestations of the syndrome is the characteristic physical appearance. In general, 
individuals with Down syndrome are short in stature and have hypotonia. The 
characteristic craniofacial features include: brachycephaly, oblique palpebral fissures, 
epicanthal folds, Brushfield's spots on the iris, small ears, flat nasal bridge together 
with a protruding tongue. The hands are broad and the digits are short. There are a 
palmar simian crease and a wide gap between the first and second toes (Hull & 
Johnston, 1993). 
Indeed any individual can have one or more of these features and no one child born 
with Down syndrome has all these symptoms. Therefore the diagnosis is usually 
based on the presence of a combination of some of these distinguishing features 
(Coleman, 1981). However, it has to be confirmed by chromosome study. 
Chromosomes are threadlike structures which carry the genetic information in a cell. 
It is found that chromosome abnormalities produce human pathology (Rogers & 
Coleman, 1992). In 1959, Jerome Lejeune and his associates discovered that Down 
syndrome is caused by an extra copy of chromosome number 21 due to cytogenetic 
aberrations (Rogers & Coleman, 1992). Since the extra chromosome is usually 
located on chromosome pair 21, Down syndrome is also known as trisomy 21. 
Ajlthough the syndrome is caused by an extra chromosome number 21, the 
configuration of that extra chromosome is not always the same (Marion, 1996). 
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Since the manifestation of the syndrome largely depends on the cytogenetic findings, 
it is necessary to have some brief ideas on the cytogenetics of the syndrome. Based 
on cytogenetics, there are three types of Down syndrome namely straightforward 
trisomy 21 (nondisjunction), translocation of chromosome number 21 and mosaicism 
for trisomy 21 (Marion, 1996). Straightforward trisomy 21 is found in 95% of cases. 
It results from a failure of the 21st pair of chromosomes to separate during meiosis 
(nondisjunction). Therefore the newborn inherits three of these chromosomes instead 
of the normal two. Translocation of chromosome number 21 is found in 3 to 4% of 
cases. It occurs when a piece of chromosome in pair 21 breaks off and attaches itself 
to another chromosome. About 1% of cases is mosaicism for trisomy 21. It is found 
that only some cells of the body have an extra chromosome number 21. Unlike 
straightforward trisomy 21 and translocation of chromosome 21, children with 
mosaicism may range from full Down syndrome to normal (Rogers & Coleman, 
1992). 
The behavioural consequences of Down syndrome include delayed motor 
development, speech problems and mental retardation. These problems become more 
evident with age because there is a gradual slowing down in development from 
infancy onward when compared to normal children (Berk, 1994). 
The syndrome is often accompanied by some common medical problems, such as 
congenital heart disease, gastrointestinal malformations and respiratory infection. 
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The incidence of babies with Down syndrome varies from country to country. It 
ranges from 1 in every 700 to 1000 births. In Hong Kong, the incidence is 1 in 767 
births (Lo et al., 1994). That means there are eighty to one hundred children born 
with Down syndrome each year. 
The incidence of Down syndrome is commonly associated with advanced maternal 
age. However, the exact cause is unknown (Marion, 1996). On the contrary, the 
effect of advanced paternal age on the risk of giving birth to a child with Down is 
unclear. 
Since the major factor increasing the likelihood of having a child with Down 
syndrome is advanced maternal age, a series of prenatal diagnostic techniques such as 
amniocentesis and chorionic villus sampling have been developed to screen pregnant 
women age thirty-five or above for having a foetus with Down syndrome (Marion, 
1996). 
Although the incidence of giving birth to a child with Down syndrome is higher in 
older mothers, they have a relatively small number of babies when compared with 
those of younger mothers (Msall, DiGaudio, & Malone, 1991). That means more 
children with Down syndrome are born to younger mothers who are not included in 
the prenatal screening programmes. 
One of the reasons that amniocentesis or chorionic villus sampling is not offered to 
every pregnant women is because these invasive procedures bear the risk of damaging 
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or aborting a potentially healthy foetus. The other reason is that the costs of 
cytogenetic analysis are high. In view of these factors, it is obvious that the number 
of babies born with Down syndrome will not be much reduced in the near future 
(Carr, 1995). 
Since children with Down syndrome are usually regarded as homogenous with 
children of undifferentiated mental retardation or other handicapping conditions, the 
following literature review will include the broad categories of children with 
handicaps, disabilities, mental retardation and developmental delays. 
Parental stress in rearing a child with handicaps 
After the traumatic experiences of giving birth to a child with congenital disability, 
parents have to accept the reality of the diagnosis and shoulder the life-long process 
of rearing a child who is different. As suggested by Beckman (1991), Crnic et al. 
(1983), Dyson (1991), Friedrich and Friedrich (1981), and Gowen et al. (1989), 
families of children with disabilities tend to report more stress than families of 
nondisabled children. The stress can arise from various sources. 
Psychologically, parents have to face the sudden loss of the expected normal child 
imagined during pregnancy and integrate the handicapped child into the family. Since 
they are helpless to undo the faulty development of their own child, their sense of 
competence and self-regard can be shaken drastically (McCollum, 1985). Besides, 
many parents are eager to search for the reason to explain their child's disability. 
When the exact cause cannot be identified, they become engulfed in a web of 
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uncertainty and self-doubt (Weinhouse & Weinhouse, 1994). Some acts of omission 
and commission during the foetus development might be painfully reviewed, analyzed 
and accounted for as the cause of the child's disability (McCollum, 1985). Some may 
strongly believe that they are responsible for the genetic defect. All these sources 
could further add to the parents' guilt feelings. Other sources of psychological stress 
may include the long-term uncertainty of the child's viability (Gowen et al., 1989), 
future health, growth, ultimate level of functioning and the family's ability to meet the 
child's needs (Harris & McHale, 1989). 
Physiologically, parents have to spend most of their time and patience in taking care 
of their child; managing their child's health, emotional and behavioural problems; 
arranging activities, as well as training their child. Thus leaving limited time for 
themselves (Barnett & Boyce, 1995; Beckman, 1983; Erickson & Upshur，1989; 
Harris & McHale, 1989; Shek & Tsan& 1993; Singhi, Goyal, Pershad，Singhi & 
Walia, 1990). 
Socially, the daily care of the child often depletes parents' time and energy, this 
together with society's negative discrimination against people with handicap (Crnic et 
al., 1983)，may cause parents to withdraw from social activities (McAndrew, 1976). 
Also, due to the additional daily responsibilities and unusual caregiving demands of 
the child, working mothers often have to give up their work. This can have a 
profound effect on the financial security of the family (Harris & McHale, 1989; Singhi 
et al., 1990). 
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Outcomes of parental stress 
The presence of a child with a disability represents a significant ongoing stressor to 
the parents. Since these parents are experiencing more stress than those of 
nondisabled children, they have generally been viewed as being at risk for a variety of 
emotional difficulties and family life problems (Harris & McHale, 1989). However, 
studies have yielded inconclusive findings on the outcomes of increased stress on 
parents. 
According to Flynt and Wood (1989)，rearing a child with a handicap might adversely 
affect the family dynamics. Other researchers further stated that having a child with a 
handicap represents loss and crisis for the family (Seligman & Darling, 1989) and 
creates the potential for disrupting the family (Seligman & Darling，1989; Strauss & 
Munton, 1985). Beckman (1991) also suggested that caring for a handicapped child 
could adversely affect the health status of family members. Some other studies 
indicated that parents ofhandicapped children reported a higher level of psychological 
distress (Cheng & Tang，1995). They experience chronic sorrow (Damrosch & 
Perry, 1989), decreased self-esteem (Goldberg, Marcovitch, MacGregor & Lojkasek, 
1986), and increased levels of depression (Bristol, Gallagher & Schopler, 1988). 
Parents of handicapped children are less optimistic and feel less self-efficacious 
(Cheng & Tang, 1995). Therefore, they have increased expression of negative affect 
and self-blaming (Damrosch & Perry, 1989; Waisbren, 1980). As suggested by 
Holroyd (1974), parents of children with handicaps might be unable to experience 
personal growth to the same degree as parents of nonhandicapped children do. In 
addition, they usually have increased marital difficulties (Bristol et al., 1988; Friedrich 
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& Friedrich 1981; Friedrich, Wilturner & Cohen，1985; Gath & Gumley，1986). 
On the contrary, other studies have reported no significant differences between 
parents of children with disabilities and those of nondisabled children on measures of 
self-esteem (Harris & McHale, 1989), depression (Gowen et al., 1989; Harris & 
McHale, 1989), parental perceptions of parenting competence (Gowen et al., 1989)， 
marital relationship (Harris & McHale; Van Riper, RyfF & Pridham，1992) as well as 
individual and family functioning (Van Riper et al., 1992). Despite the increased level 
of stress, parents of disabled and nondisabled children reported similar degrees of 
attachment toward their child, acceptability of their child and reinforcement from their 
child (Beckman, 1991). 
According to Crnic et al. (1983), the inconsistent and contradictory results of the 
studies are primarily due to variation in methodological adequacy, inappropriate 
control groups as well as small and poorly defined samples. Besides the issue of 
methodological variation, researchers also believe that increased stress does not 
necessarily lead to distress or dysfunction in families (Beckman, 1991; Crnic et al., 
1983). Therefore, some researchers have identified variables which contribute to 
parental stress in parenting a child with handicaps. As a result, a number of variables, 
such as age of the child, child characteristics, age of the mother, socioeconomic 
status, marital status, marital satisfaction and social support system have been studied 
to predict stress in parents ofhandicapped children. 
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Variables in relation to parental stress 
Gallagher, Beckman and Cross (1983) studied chronological age in relation to family 
stress and indicated that children with handicapping conditions present greater 
management problems as they grow older, thus leading to higher level of family 
stress. However, Flynt and Wood (1989) found no significant difference across three 
different child age group: school entry, early adolescence and young adult, in terms of 
parental stress. As suggested in Wikler's (1986) study of five chronological age 
groups of children with mental handicap (latency, onset of adolescence, middle 
adolescence, onset of adulthood, and early adulthood), stress peaks periodically over 
time. Certain transition periods in the child's life cycle, like the onset of adolescence 
(age eleven to fif!een) and the onset of adulthood (age twenty to twenty-one) are 
associated with more familial distress than are other periods. 
Beckman (1983) examined five specific characteristics of the child; rate of child 
progress, responsiveness, temperament, repetitive behaviour patterns, and the 
presence of additional or unusual caregiving demands, in relation to the level of 
maternal stress. It is found that all characteristics except rate of progress are 
significantly related to the amount of stress reported by mothers of handicapped 
children. Other researchers (Gowen et al., 1989; Erickson & Upshur, 1989; Harris & 
McHale, 1989) also indicated that additional and unusual caregiving demands, such as 
tube feeding, are significantly related to increased feelings of depression and 
decreased feelings of parenting competence for mothers ofhandicapped children. 
With respect to maternal age, Flynt and Wood (1989) discovered that older mothers, 
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age forty-one and above, of handicapped children reported lower perceived stress 
than did younger mothers, age forty or under, whereas Beckman (1983) found no 
significant effect for mother's age. 
As for socioeconomic status, Friedrich and Friedrich (1981) as well as Dunst, 
Trivette, and Cross (1986) stated that families with more limited socioeconomic 
resources reported high levels of stress. However, Bryne and Cunningham (1985) 
together with Flynt and Wood (1989), found no significant difference in stress scores 
across different socioeconomic status. 
With regard to marital status, Beckman (1983), Flynt and Wood (1989) and Holroyd 
(1974) all agreed that single mothers experience more stress than mothers from two-
parent families. 
According to Gowen et al. (1989), the mother's perception of the quality of her 
relationships with her husband is strongly associated with her feeling of depression 
and parenting competence. Schilling et al. (1985) also concluded that measuring 
marital satisfaction is the best predictor of parental stress level. 
Various studies on social support have demonstrated that the effects of parental stress 
can be ameliorated by adequate social support. Satisfaction with the social support 
system is positively associated with fewer emotional and physical problems 
(Beckman, 1991; Crnic et al., 1983; Dunst et al., 1986; Frey et al., 1989; Levitt, 
Weber & Clark, 1986 ). 
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Whether or not the above studies yield consistent or discrepant results, they are 
helpful in anticipating periods of time when parents will have increased level of stress 
and in identifying "at risk groups" who are more vulnerable to stress in parenting a 
child with a disability. One explanation for such inconsistent research findings is that 
an individual's reaction to stress is highly variable, ranging from healthy adaptation to 
maladaptation (Donovan, 1988). Therefore, although families of children with 
disabilities are at risk for numerous difficulties，some of them are able to cope 
effectively and positively with the additional demands experienced in parenting a child 
with a disability (Dyson, 1991; Erickson & Upshur, 1989; Krauss，1993; Van Riper et 
al., 1992). � 
Lazarus and Folkman's theory of stress and coping 
The variation in response can be explained by the theory of stress and coping 
(Lazarus & Folkman, 1984). This theory suggests that the stress an individual 
experiences is not a simple function of the number of demands placed on that 
individual. Stress is described as a particular relationship between the person and the 
environment that is appraised by the person as taxing or exceeding his or her 
resources and endangering his or her well-being. An individual's response to stressful 
events is mediated by two critical mediators: cognitive appraisal and coping. 
Cognitive appraisal includes primary appraisal and secondary appraisal. Primary 
appraisal refers to the interpretation, definition and assessment of the impacts of stress 
whereas secondary appraisal refers to the evaluation of one's ability to tackle the 
problem. Coping refers to “the person's cognitive and behavioural efforts to manage 
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(reduce, minimize, master, or tolerate) the internal and external demands of the 
person-environment transaction that is appraised as taxing or exceeding the person's 
resources" (Folkman, Lazarus, Gruen & DeLongis，1986, p.572). Coping has two 
functions: one is to deal with the problem that is causing the distress (problem-
focused coping) and the other is to regulate emotion (emotion-focused coping). 
The transaction theory of stress and coping (Lazarus & Folkman, 1984) asserts that a 
person actively interacts with the environment, cognitively appraises potentially 
threatening and stressful events while taking into account the coping resources. The 
effects of stressors will only take place when the situation is appraised as threatening 
and insufficient resources are available to deal with the situation. The implication of 
this view is that it is not the objective stressors which are important. It is the 
perception of the stressfulness of the stimuli which is the main concern. Based on this 
theory, stress is defined in terms of the amount of stress that is perceived to be 
present or experienced by an individual. In addition, coping is not limited to 
successful efforts but includes all purposeful attempts to manage stress regardless of 
their effectiveness. Whether people cope successfully or not is related to the 
strategies they choose to adapt. Their decision will be influenced by how they 
perceive the stressfulness of the situation and the coping resources available to them. 
Coping resources 
Pearlin and Schooler (1978) made a clear distinction between coping resources and 
coping responses. Coping resources "refer not to what people do, but to what is 
available to them in developing their coping repertoires" whereas coping responses 
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"represent the things that people do, their concrete efforts to deal with the life strains 
they encounter in their different roles” (Pearlin & Schooler, 1978, p.5). With respect 
to the distinction between coping resources and coping responses, Folkman, Schaefer 
and Lazarus (1979) shared similar views. They further proposed five broad 
categories of coping resources (Folkman et al., 1979), each of which is assumed to 
moderate the adverse effects of stress as appraised by the individual. 
First, health/energy/morale refers to the availability of adequate bodily resources of an 
individual in coping with stress. Other things being equal, a healthy person can cope 
better than one who has pre-existing physical problems and psychopathology. 
Second, problem solving skills refer to one's global and concrete abilities to search 
for and analyze information so as to generate alternative courses of action. Third, 
social networks involve close and supportive interpersonal relationships that may 
facilitate positive adaptation. Fourth, utilitarian resources include money, tools, 
instruction manuals, available community programs and social agencies. These 
resources increase one's coping options and can have potentially powerful effects on 
adaptation during stressful situation. The fmal resource area involves general and 
specific beliefs. This category includes person variables like self-efficacy, greater 
internal locus of control and existential belief systems. These are critical coping 
resources affecting coping outcomes. 
As stated by Lazarus and Folkman (1984), if an individual's coping resources are 
adequate to meet those demands, the individual can successfully adapt, even if 
environmental demands are considerable. 
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Studies on perceived stress 
In an attempt to measure the concept of perceived stress, a number of instruments 
have been developed. Some commonly used instruments are the Parenting Stress 
Index (Abidin, 1983) and the Questionnaire on Resources and Stress (Holroyd, 
1974). 
The Parenting Stress Index (Abidin, 1983) addresses stress associated with parenting 
and is appropriate for use with parents of children with and without disabilities. The 
instrument consists of one hundred and fifty-one Likert-type questions on fourteen 
individual scales. The scales constitute three domains namely Child domain. Parent 
domain and a single scale measuring General Life Stress. Scales in the Child domain 
are: child adaptability, acceptability to the parent, demandingness, mood, 
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distractibility, and the extent to which the parents find the child reinforcing. Scales in 
the Parent domain are: parent depression, attachment to the child, restrictiveness of 
the parental role, sense of competence, social isolation, relationship with spouse, and 
health. 
Beckman (1991) used the instrument to measure parenting stress between young 
children with and without disabilities. This study demonstrated that parents of 
children with disabilities reported more stress than parents of children without 
disabilities on all of the scales except attachment. However, the study is unable to 
explain why “attachment to the child" is not perceived as a source of stress to parents 
of disabled children. It is possible that these parents have no problem in attaching to 
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their child or simply because they do not want to attach too much to their child. 
Besides, parents of children with disabilities reported significantly more problems with 
the child's adaptability and demandingness. The study is also unable to say in what 
way the problems of the child's adaptability or demandingness induce stress on the 
parents and the implications of these problems. 
It may be argued that problems in the Child domain could possibly lead to outcomes 
in the Parent domain. For example, if a child is having problems in adaptability it may 
cause parents to withdraw from social activities, thus leading to social isolation of the 
parents. It is also possible that the parents' social isolation (due to whatever causes) 
restricts the child's exposure to social environment and causes the child to have 
problems in adaptability. This implies that problems in the Parent domain could lead 
to outcomes in the Child domain as well. Although parents are affected to a certain 
extent by the presence of handicapped children, so are the children affected by the 
responses of their parents. In order to plan interventions to help parents with similar 
situations, it is of vital importance to thoroughly investigate and treat the underlying 
causes of the problem. 
Perhaps the most commonly adopted instrument for measuring perceived stress is the 
Questionnaire on Resources and Stress. The instrument was originally developed by 
Holroyd (1974). It is a 285-item true-false self-administered questionnaire designed 
to measure the burden of the despondent handicapped or ill individual imposed on the 
family and the family's emotional response to that burden. Since the utility of the 
instrument is well supported (Friedrich, Greenberg & Crnic，1983), it has been 
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reduced to the 52-item Questionnaire on Resources and Stress-Friedrich (QRS-F) by 
Friedrich et al. (1983). Through item analysis and factor analysis, four independent 
factors: parent and family problems, pessimism (immediate and future concern about 
the child's prospects for achieving self-sufficiency), child characteristics (degree of 
difficulty presented by the child's behaviour or attitudes) and physical incapacitation 
(limitations in the child's physical abilities and self-sufficiency) are identified. 
Since the QRS-F is claimed to be multidimensional, manageable and reliable 
(Friedrich et al., 1983), it is frequently used as an outcome measure to indicate the 
amount of stress parents are experiencing (Dyson, 1991; Flynt & Wood，1989; Frey 
et al., 1989; Friedrich et al., 1985; Wikler, 1986). However, most of the studies only 
calculated the total sum score of the QRS-F to provide a global index of parental 
stress for subjects of different independent variables under investigation without 
analyzing the major source of stress perceived. 
In Dyson's (1991) study, she also used the instrument to compare the level of stress 
between families of handicapped and nonhandicapped young children. The result 
indicated that families of children with handicaps scored substantially higher than 
families of children without handicaps on each of the measures (parent and family 
problems, pessimism, child characteristics and physical incapacitation) and that the 
stress is related to the care of the child. The study also demonstrated that although 
families of handicapped children are more stressed than families of nonhandicapped 
children, they differ only minimally from other families in their family functioning. 
The findings are encouraging because it is suggested that increased stress does not 
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necessarily lead to dysfunction in families. Instead, some families may respond to the 
care of a child with handicaps with resilience and adaptive functioning despite the 
presence of high stress. However, the most critical point o f h o w these families adapt 
to the care of a child with handicaps has not been investigated. Moreover, the author 
suggested that families require support and services in caring for a child with 
handicaps and further recommended that intervention be directed at "increasing child 
competence, caretaking of the child and changing parental perception" (Dyson, 1991, 
p.628) in order to lessen parental stress because these areas seem to contribute to 
parental stress. It is possible that if these families are well supported, they are more 
able to adapt to the stress of caring a child with handicaps. 
Before planning interventions to help these families, a lot of questions need to be 
answered. Firstly, how incompetent is the child? Which aspects of the child's 
competence need more training? Secondly, which areas of the child's caretaking 
bother the parents most, the management of the child's health problem, the child's 
temperament, the time-consuming remedial training programmes or the life-long 
routine caretaking? Finally, how do these parents perceive the stress of caring a child 
with handicaps? If these perceptions are not clearly understood, it will be difficult to 
direct interventions. 
Some local studies concerning perceived stress of parents of mentally handicapped 
children have been carried out. In Shek and Tsang's (1993) study of stress, coping 
resources and psychological well-being of caregivers of preschool mentally 
handicapped children in Hong Kong, they measured perceived stress with a 
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combination of three instruments. These three instruments seem to be very 
comprehensive. They measure objective stressors involved in taking care of a 
mentally handicapped child, behavioural problems of the child, and psychosocial 
problems (such as family life problems, personal worries, and financial hardship). 
However, the three instruments are developed based on either the review of Western 
literature or directly adopted from a Western scale (Vineland Adaptive Behaviour 
Scale) with translation. The relevance to the local area is questionable. In addition, 
as suggested by Shek and Tsang (1993), their study is relatively global in nature and 
there is a need to understand the specific stressors involved. 
Yuen (1986) used intensive interviews to examine perceived stress and behavioural 
aspects of the coping pattern of thirty mothers with mild grade mentally handicapped 
children. Three broad categories of stress perceived by the mothers are identified: 
stress related to the psychological and health problems of the mothers; stress related 
to familial problems; and stress originated from the child problems. Since the study 
was conducted a decade ago and there are profound changes in social and medical 
services within the past ten years, it is necessary to have a thorough investigation of 
the present situation. 
Studies on coping 
Besides cognitive appraisal, the other mediator to stressful events is coping. The 
Ways of Coping Checklist (Folkman & Lazarus, 1980) is a measure of coping derived 
from Lazarus' transaction theory of stress. The checklist contains sixty-eight items 
with a simple "yes or no” rating format. Scales are categorized as problem-focused 
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coping (the management of the source of stress) and emotion-focused coping (the 
regulation of stressful emotions). According to Folkman and Lazarus (1988), the 
rating scale does not measure the frequency with which coping behaviours are used 
and was thus revised. 
The new version called the Ways of Coping Questionnaire (Folkman & Lazarus, 
1985; Folkman & Lazarus, 1988) is a 66-item，four point Likert-type format. 
Potential responses include 0 (does not apply and/or not used), 1 (used somewhat), 2 
(used quite a bit) and 3 (used a great deal). Coping strategies are categorized into 
eight scales according to factor analysis. Scales describe coping as confrontive, 
distancing, self-controlling, seeking social support, accepting responsibility, escape 
and avoidance, planful problem solving and positive appraisal. 
Since the factor structure of the Ways of Coping Questionnaire was originally based 
on data from a population of undergraduate psychology students, its replicability is 
questionable (Jacobson, 1993). Various researchers have used the instrument on 
different types of samples and perform their own factor analysis to judge whether the 
original factor structure is supported. As a result, different researchers yield different 
numbers and names of subscales (Knussen, Sloper, Cunningham & Turner, 1992; 
Mishel & Sorenson, 1993; Vitaliano, Russo, Carr, Maiuro & Becker, 1985; Wineman, 
Durand & Jan McCulloch, 1994) with no consensus reached. 
Although the model of stress has a considerable impact on the study of coping and 
adaptation in families of children with disability (Damrosch & Lenz, 1984; Friedrich 
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et al., 1985) and the Ways of Coping Questionnaire is potentially valuable to 
researchers investigating coping in families with special problems, it has not been 
widely used in this field (Knussen et al., 1992). Besides the problem of factor 
structure, the instrument is a scale measuring general coping originally developed for 
college students. Parents of children with handicaps experience stressors different 
from those of people in the general population. Their stressors are usually life-long 
and continuous (Cheng & Tang，1995). As the nature of stressful events influences 
the types of coping strategies individuals employ (Pearlin & Schooler, 1978), general 
coping scales may not reveal strategies specific to parents of children with handicaps 
(Cheng&Tang, 1995). 
In view of these criticisms, Damrosch and Lenz (1984) designed their own 81-item 
Parental Coping Scale for parents of handicapped children. The subscales include: 
cognitive restructuring, expression of negative affect, wish-fulfilling fantasy, self-
blaming, information seeking, minimization of threat, communication of feelings and 
special feelings. The items represent an amalgam of items from Lazarus' Ways of 
Coping Checklist (Folkman & Lazams, 1980) and those generated by an advisory 
panel of parents of children with Down syndrome. 
The instrument is claimed to have content validity and is used by Damrosch and Perry 
(1989) to compare coping of mothers and fathers of children with Down syndrome. 
The result only indicates that mothers used all the above subscales more frequently 
than fathers, especially in expression of negative affect, self-blaming, communication 
of feelings and special feelings. As suggested by the authors, higher frequency scores 
27 
for the subscales are not interpretable in terms of more favourable outcome. This 
implies that the subjects' coping ability is not known. Since the instrument does not 
ask subjects to indicate whether certain coping strategies are helpful or not, it is 
difficult to plan interventions to help those parents who do not cope so well. 
One point worth mentioning is that mothers report the highest level of significance on 
the special feelings subscale. Items include in this subscale are: feelings of being 
burdened and overwhelmed; feelings of embarrassment or self-consciousness in 
public; feeling very old; feeling grateful for the good things about the child with 
Down syndrome; feeling fearful about what will happen in twenty or thirty years; 
feeling on guard; being fearful of what other people are saying about you; and feeling 
jealous or resentful of people whose children are not handicapped (Damrosch & Lenz， 
1984). It is possible that these items are more relevant to mothers of children with 
Down syndrome. Of particular interest is that these items are derived from talking to 
mothers of children with Down syndrome. If the development of the whole 
instrument is derived from talking to mothers of children with Down syndrome, the 
items are bound to be more relevant to this group of people. 
Some writers have argued that some of the coping strategies used frequently by 
Chinese are not reflected in most of the coping scales developed in Western countries 
(Cheng & Tang，1993). In order to examine how Chinese parents of children with 
Down syndrome cope with their stress, Cheng and Tang (1993) developed a 31-item 
Chinese Parental Coping Scale based on the responses of one hundred and sixty-eight 
Chinese parents of children with Down syndrome. Four major coping styles which 
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include self-reliance, avoidance, appeal to supernatural power and seeking social 
support are identified. 
Cheng and Tang (1995) further used the tool to compare the coping styles of parents 
of children with Down syndrome, language delay and no disabilities. The result 
indicated that parents of children with Down syndrome frequently use avoidance and 
self-reliance coping strategies. It is possible that these parents “avoid taking their 
children to public places to escape unfriendly stares, rejection, or excessively 
sympathetic reactions by strangers" (Cheng & Tang, 1995, p.l7). There could also 
be many other reasons for their frequent use of the above coping styles. Moreover, 
they also use more self-reliance coping strategies (such as searching for more 
information and taking children to professionals, training workshops and language 
classes). Since the findings suggested that these parents rely very much on formal 
social support network, it is necessary to gain more information regarding their 
informal social support network so as to investigate whether they have no informal 
social support or they do not perceive their informal support as helpful. Without 
directly interviewing these parents, the exact answers to the question will never be 
known. 
A review of existing literature also reveals that parental coping has mainly been 
investigated in relation to the parents' general stress in rearing a child with handicaps. 
Given the diversity of stressors a parent encounters, it is more appropriate to examine 
coping in relation to specific stressors relevant to a particular parent (Carnevale, 
1990). 
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Studies on coping resources 
In addition to the cognitive appraisal of the stressfulness of the situation, the choice of 
coping options is also dependent upon available coping resources. In Shek and 
Tsang's (1993) study of coping resources, they operationally defined three categories 
of coping resources (social support, general and specific beliefs and utilitarian 
resources) and measured these variables with the Chinese version of the Kansas 
Marital Satisfaction Scale, the Chinese Mastery Scale and family income in relation to 
perceived stress and coping strategies. The study demonstrated that mastery (general 
and specific beliefs) and average income (utilitarian resources) are significant 
predictors of perceived stress. As regarding coping strategies，a high level of marital 
satisfaction (social support) is associated with a high level of internal and external 
coping (coping is conceptualized as internal and external locus of coping by Shek & 
Tsang, 1993) whereas a high level of mastery (general and specific beliefs) is 
positively related to internal coping only. However, utilitarian resources has no 
significant influence on the coping strategies employed. 
Obviously coping resources are not limited to those operationally defined and studied 
by Shek and Tsang (1993), especially utilitarian resources and social support. A 
general account of the coping resources which are perceived as helpful to the parents 




The birth and continuing care of children with handicaps are usually viewed as 
stressful experiences for family members as these children's difficulties inevitably 
touch the lives of those around them (Crnic et al., 1983), especially the parents. 
However, the parenting experiences are different for mothers and fathers (Thoits, 
1986). 
Holroyd (1974) compared mothers and fathers of handicapped children and found 
that mothers reported more negative outcomes, such as restrictions on their own 
personal development, freedom, use of time and poorer health or mood. Gath and 
Gumley (1986) carried out a study on families of children with Down syndrome or 
mental retardation indicated a higher percentage of mothers than fathers reported 
mental health problems. Dunst et al. (1986) studied families of preschool 
handicapped children and stated that wives reported significantly poorer emotional 
and physical health than husbands did. Heaman (1995) investigated perceived 
stressors of mothers and fathers of children with developmental disabilities and 
demonstrated that more mothers than fathers cited feeling wom out in the care of 
their child. Other researchers also reported that mothers have higher levels of stress 
and depression than fathers (Beckman, 1991; Bristol et al., 1988; Cheng & Tang, 
1995). 
Goldberg et al. (1986) conducted a study of parents of preschoolers with 
developmental delays and found that fathers reported fewer distress symptoms, higher 
self-esteem and more internal locus of control than did mothers. However, they have 
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higher levels of stress associated with their child's temperament (Goldberg et al., 
1986; Krauss, 1993), with their child's communication abilities, (Frey et al., 1989) 
and in their feelings of attachment to their child (Beckman, 1991; Krauss, 1993). 
Besides the differences in perception of stress relating to the rearing of a child with 
handicaps, parents' coping strategies and adjustment pattern differ as well. Heaman 
(1995) who studied parental coping of children with developmental disabilities 
indicated that mothers use coping strategies like seeking social support, problem 
solving and positive reappraisal whereas fathers focus mostly on problem solving and 
self-controlling approaches. Damrosch and Perry (1989) examined parental 
adjustment to a child with Down syndrome and found that fathers largely depicted 
their adjustment to the child's condition in terms of steady, gradual recovery whereas 
the majority of mothers reported a periodic crisis pattern. 
As suggested by Barnett and Boyce (1995), Beckman (1991), Damrosch and Perry 
(1989), Frey et al. (1989), Goldberg et al. (1986) and Krauss (1993), mothers and 
fathers have different perceptions of the effect of their child's handicap on their lives. 
In addition, their coping strategies and adjustment pattern are also different, therefore 
a separate presentation is required. Since handicapped children generally place 
greater demands on their primary caregivers and the primary caregiver is generally the 
mother (Beckman, 1991; Bristol et al., 1988; Cheng & Tang, 1995; Gath & Gumky, 




A review of the literature indicates that existing studies mainly focus on identifying 
stages of psychological reactions of mothers after giving birth to a child with 
congenital disability. However, the actual contexts in which these mothers are 
situated are not well understood. In addition, a large number of studies attempt to 
compare the level of stress between parents of handicapped and nonhandicapped 
children, even though it is evident that parents of handicapped children experience 
higher level of stress, the outcomes of increased stress are different. In view of these 
conclusions, researchers began to identify variables in relation to parental stress in 
rearing a child with handicaps. Unfortunately, it is difficult to draw firm conclusions 
about the characteristics of the parents and children and their relationship to 
variations in the amount of stress reported. 
The variation in parental adaptation to a child with handicaps could be explained by 
Lazarus and Folkman's theory of stress and coping. The theory suggests that an 
individual's response to stressful events is mediated by two critical mediators, namely 
cognitive appraisal and coping. As for cognitive appraisal, there are many studies 
using standardized instruments to measure stress perceived by parents of handicapped 
children in terms of outcome measures. Instead of identifying the specific stressors 
encountered, these outcome measures only indicate how stressful the subjects are. 
Although there are also studies identifying some broad categories of stressors, these 
studies are unable to explain why certain stressors are perceived as stressful to the 
parents. With respect to coping, the issue is frequently investigated by means of 
general coping scales with some modifications and in relation to parents' general 
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Stress in rearing a child with handicaps. Since the nature of stressful events influences 
the types of coping strategies employed, specific stressors related to parenting a child 
with handicaps need to be identified first. Without investigating the specific stressors 
encountered, it is insufficient to just measure the types of coping strategies used. 
Besides, most studies only examined the frequencies of different types of coping 
strategies employed. Obviously higher frequencies of certain coping strategies do not 
necessarily mean that these strategies are more effective. In order to help mothers 
who do not cope so well, it is more practical to ask mothers who have similar 
experiences to suggest some concrete coping strategies which are perceived as 
beneficial to them. 
Based on the literature reviewed, it is found that many instruments have been 
developed and employed to study stress and coping. Although these instruments are 
used to provide valuable theoretical knowledge to the problem under investigation, 
the results generated are difficult to apply to the clinical situation. With a view to 
give practical guidance to nurses and complement the inadequacies of existing studies, 
a qualitative study is conducted. It is aimed at gaining an in-depth understanding of 
the problem from the mothers' perspectives by directly interviewing those who have 




This chapter will describe the aim, objectives and design of the study, sample chosen 
and instrument used, ethical issues concerning the study, process of gaining access to 
informants, a pilot study and its results, data collection and data analysis procedures 
together with the issues of validity and reliability. 
Aim 
The aim of the study is to explore mothers' experiences of parenting a child with 
Down syndrome.� 
Objectives 
The objectives of the study are: 
- t o explore mothers' positive and negative experiences of parenting a child with 
Down syndrome. 
- t o identify the specific sources of stress (stressors) experienced by mothers of 
children with Down syndrome. 
- t o examine the ways in which the mentioned stressors induce stress on the mothers. 
- t o identify the coping strategies utilized by these mothers to cope with the 
mentioned stressors. 
- t o explore the reasons why mothers utilize the identified coping strategies. 




A qualitative approach was utilized for this study. The choice of such an approach 
was mainly based on two of the criteria set by Morse and Field (1995). They are the 
nature of the phenomenon to be studied and the maturity of the concept. Since the 
nature ofthis study is to capture the complexities of mothers' perceptions in parenting 
‘ a child with Down syndrome from the mothers' point of view, a qualitative approach 
was chosen. This research approach helps the researcher to discover unknown 
features of some aspects of people or events; obtain in-depth knowledge of human 
realities and meanings; and reveal the inter-relatedness and interdependency of the 
phenomenon under investigation (Leininger, 1985). As regarding the maturity of the 
concept, a review of the literature indicates that little work regarding mothers' 
experiences in parenting a child with handicaps has been done in the past, especially in 
Hong Kong. Therefore, an exploratory qualitative research design was chosen. 
The study was conducted by means of a single semi-structured interview. According 
to Patton (1987), interviews enable the researcher to learn about things that cannot be 
directly observed, such as experiences, thoughts, intentions, feelings and behaviours 
that took place at some previous point in time, such as things happened during and 
immediately after the mothers had given birth to a child with Down syndrome. 
Besides, the issue is a sensitive subject. As suggested by Morse and Field (1995), 
personal face to face interviews will facilitate exploration of feelings and experiences. 
In-depth interview helped the researcher to probe beneath the surface so as to enter 
the informant's world and understand the meaning the situations had for the 
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informant. During an in-depth interview, questions could be asked to elicit the 
informant's description of experiences and behaviours; to understand her cognitive 
and interpretive processes as well as her emotional responses. 
A semi-structured interview was selected because the researcher knew most of the 
questions to ask but could not predict the answer (Morse Sc Field, 1995). Besides, 
this technique enabled the researcher to obtain all information required and gave the 
informant freedom to respond and illustrate concepts (Morse & Field, 1995). The 
one-time interview was chosen mainly because the topic could be covered in one 
contact and the access to informants was not easy (May, 1991). The estimated length 
of the interview was one hour. 
Sample 
Purposive sampling was used to chose key informants who could give first hand 
information regarding the experiences of having a child with Down syndrome. 
Mothers who had a child diagnosed with Down syndrome ofbetween two to six years 
old and who were able to communicate in Cantonese were recruited to the study. 
The reason for choosing mothers whose child was within an early specified age group 
was to gain mothers' recent experiences instead of asking them to recall things in the 
distant past. These mothers were likely to have dealt with the initial challenges of 
accepting the loss of their expected child and informing others of their child's 
diagnosis. At this stage, the chronicity and meaning of the child's disability becomes 
more evident (Beavers, Hampson, Hulgus & Beavers, 1986). Mothers have to face 
the new challenges of meeting the child's health care, social and educational needs. 
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Therefore, mothers whose child was within this age group were recruited to 
participate in the study. The choice of mothers who were able to communicate in 
Cantonese was to avoid misunderstandings caused by using other dialects. 
The target sites for sampling were associations which operated Special Child Care 
Centres because these centres provide services for handicapped children from two to 
six years old. 
Instrument 
A semi-structured interview was the major means of data collection which was 
conducted with the help of an interview guide (Appendix I). This interview guide 
was developed after a review of relevant literature which indicated that there were 
gaps to be filled. Two nurses who had experiences in working with children were 
asked to assess the appropriateness and completeness of the contents of the interview 
guide in relation to the objectives of the study. Ambiguous, complex and leading 
questions were readjusted. Respondents' ability and willingness to answer the 
questions had also been considered. The inclusion and exclusion of certain questions 
were discussed. All questions were then sequenced to correspond with the 
respondents' experiences and to flow from general to specific. The interview guide 
was pretested on another colleague to check if the nature of the questions was clear 
and the respondents were able to answer. Finally the interview guide was translated 
into Chinese so that the researcher needed not translate the questions again during the 
interviews. 
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The development of such an interview guide served as a basic checklist to make sure 
that all relevant topics were covered. Besides providing topics for the researcher to 
explore, probe and ask questions, the. interview guide also helped the researcher to 
interview different informants more systematically and comprehensively by delimiting 
the issues to be discussed in the interview (Patton, 1987). 
In addition to semi-structured interview, some demographic data regarding the child 
and the mother were also collected at the end of the interview. The child's data 
included gender, age, number and age of siblings, birth order of the child, time when 
the child was diagnosed, primary caregiver, child care centre attended, physical 
illnesses suffered and length of stay in hospital. Demographic data of the mother 
were her age group, marital status, educational level and employment status 
(Appendix II). These demographic questions were asked at the end of the interview 
because they might condition the informant to provide routine responses and short 
answers which were not wanted in a semi-structured interview (Patton, 1987). 
Ethical issues 
Prior to data collection, approval for implementing the study was obtained from the 
ethics committee of The Chinese University of Hong Kong. The letter of approval 
was enclosed in the appendices (Appendix III). Timing of interviews was also a 
consideration. Mothers were not invited to participate in the study shortly after they 
had given birth to their child because it would be quite unethical to interview them 
when they were highly stressful (Hutchinson, Skodol Wilson, 1992). Besides, when 
they were too stressful, they might have difficulty focusing on the interview questions 
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(Hutchinson, Skodol Wilson, 1992). Further, it is possible that they were still in the 
stage of denial and would not be able to elicit valid information. All informants were 
recruited on a voluntary basis. They were assured of confidentiality and the right to 
withdraw from the study at any time. In addition, they were notified in advance that 
the whole interview process would be audiotape-recorded. Before the actual 
interviews, permission to tape-record the interview session was sought from the 
informants again. Informants were also requested to sign a consent form (Appendix 
IV) after the content had been clearly explained by the researcher and fully 
understood by the informants. In order to facilitate the informants to read, the 
consent form was translate into Chinese (Appendix V). Since the interview was so 
emotionally sensitive and might stimulate some emotional catharsis, a debriefing 
session or additional emotional support was provided at the end of the interview if 
necessary. 
Gaining access 
Initial contact was made by phone with the targeted associations running Special 
Child Care Centres. The purpose was to enquire about the feasibility of the study to 
be conducted and steps to be taken for gaining access. Then a letter addressed to the 
person responsible was sent to each of the targeted association to seek approval for 
access to the potential informants. Details of the letter included a brief introduction 
of the researcher, the purpose of the study, the number and types informants required, 
the data collection procedure and the implications of the study (Appendix VI). An 
interview guide together with a consent form for the participants to sign were 
enclosed for reference. A contact telephone number was also given for information. 
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However, the study was rejected by all except one of the associations. The reasons 
for their rejection being that: they had similar research in progress; they would not be 
able to spare any time to invite and arrange appointments for the researcher and the 
potential informants; these mothers had been followed up by social workers, they did 
not want the mothers to relive their painful experiences; and the interview would 
probably arouse the mothers' strong emotions. Even though the researcher 
guaranteed to provide debriefing sessions and emotional support to the informants if 
required, the request was turned down. As a result, only six informants were 
recruited from three Special Child Care Centres of one association. 
In view of the extremely small sample size recruited from the Special Child Care 
Centres, the director of a charitable organization providing supportive services to 
families of children with Down syndrome was approached for gaining access to the 
potential informants. Coincidentally, the organization was conducting a similar 
research study. In order not to over research the clients, the director refused access. 
The deans of some Parents Resource Centres and Parents Associations had also been 
contacted for gaining access to the study but in vain. Their reasons for rejection were 
either vague or similar to those mentioned above. Instead of failing to invite their 
clients to contact the researcher for details of the study, some of the gatekeepers 
offered to let the researcher leave her questionnaires in their associations for their 
clients to fill in voluntarily. 
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At last, the director of the charitable organization which provided services for families 
of children with Down syndrome was contacted again for reconsideration of the 
study. On further discussion, it was found that although there were slight similarities 
between the study conducted by the organization and the present one, the target 
groups were different. Finally the director gave access to the study. 
A total of seventy letters (Appendix VII) inviting mothers to participate in the study 
together with the reply slips and self-addressed returned envelopes were sent through 
the organization to mothers who had children with Down syndrome within the age 
group of two to six. However, only two mothers replied and consented to participate 
in the study. Two weeks later, a reminder was sent to the rest of the potential 
informants inviting them to participate in the study again and requesting them to 
return the reply slip attached no matter they were willing to participate in the study or 
not. As a result, ten more mothers replied and consented to the study. Thus making 
up a total of eighteen participants. 
Pilot study 
In qualitative research, the researcher serves as the "instrument" through which data 
are collected (Boyd, 1993; Lipson, 1991). This implies that the quality of data 
obtained during an interview is largely dependent upon the interviewer (Patton, 
1990). In order to obtain high-quality data, it is necessary for the researcher to 
"tune" this instrument and to conduct a pilot study before the actual data collection 
(Lipson，1991). 
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Before conducting the pilot interview, the researcher familiarized herself with 
questions listed in the interview guide. This facilitated the researcher in responding to 
the informant's response and non-verbal cues (May, 1991); and to formulate probes 
more readily instead of just reading questions from the interview guide. The 
researcher also practised explaining the study, answering possible questions raised 
about the study and obtaining consent from the informant by herself. Afterwards, the 
researcher mentally worked through possible scenarios to prepare herself to deal with 
predictable events and emotions which might arise during the interview. 
A pilot study was conducted on a mother whose child with Down syndrome was a 
four-year-old boy .�The place for conducting the interview was in a meeting room of a 
Special Child Care Centre. The informant was in a hurry. After settling down her 
child in the Special Child Care Centre, the informant was ready to attend the 
interview. The researcher had to spend some time on small talk so as to ease the 
informant's embarrassment. 
fi 
The informant was an easy going person who did not ask questions about the study 
and had no objection to tape-recording of the interview. The interview ran smoothly 
and lasted for only forty minutes. 
Results of the pilot study 
During the interview, the researcher found that it was not possible to follow the 
sequence of the questions listed in the interview guide. The answer provided by the 
informant might relate to questions to be asked later. Under such circumstance, the 
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researcher had to decide whether to probe into the original question again to achieve 
depth and clarity or to follow the informants' thought process. As suggested by 
Swanson-Kauffman (1986), although there was an interview guide, the researcher had 
to identify a proper balance of structure and flexibility. 
After the interview, the tapes were revised, reviewed, transcribed verbatim and 
analyzed. Although the data collected were relevant to the research question, it was 
found that the researcher sometimes accepted brief answers and agreed too readily. 
In that case, answers needed clarification and elaboration was missed. During the 
interview process, the researcher realized that some information received needed 
probing but had not been done. Therefore, she asked the question again in a slightly 
different way. The informant however just repeated the answer again patiently. 
It seemed that the probes used were too simple. Thus the informant either could not 
understand what was asked or misunderstood the question. The use of simple probes 
was mainly because the researcher assumed that the informant shared understanding. 
However, it was not always the case. Without explaining clearly, the informant might 
be confused about which questions the researcher was probing. 
With the help of the tapes and the transcript, the technique of probing was practiced 
intensively so as to obtain complete and accurate information. Subsequently another 
pilot study was conducted on a mother whose child with Down syndrome was six 
years old. It was found that the interview technique had much improved. 
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Data collection 
Appointments were made by phone with mothers who consented to participate in the 
study. The place for conducting the study was chosen by the participants and the 
time was arranged so as not to cause too much inconvenience to the participants. As 
a result, nine interviews took place in the informants' home. Seven in various Special 
Child Care Centres or in one of the charitable organizations of the Hong Kong 
Council of Social Service and two in the informants' working place. 
In order to collect good quality data, systematic preparation prior to each interview 
was carried out. For example, checking if the tape recorder was functioning well, 
preparing sufficient amount of tapes and batteries, reconfirming the time and address 
of the interview with the participant one day before the interview by phone, and 
making notes regarding questions to be focused after revision of previous interviews. 
Before conducting the interview, the researcher greeted the informant with courtesy 
so as to establish a good rapport. In order to create a relaxed atmosphere, some time 
was spent on informal talk. The researcher gave a brief introduction of herself, her 
professional background and working experiences so as to gain trust from the 
informant. The purposes and implications of the study together with the estimated 
length of the interview and the kind of information desired were explained clearly to 
the informant. 
The informant was then reminded of the following points: the interview was similar to 
a conversation; there were no right or wrong answers; all her perceptions, values, 
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beliefs, thoughts, feelings and experiences would be valued; and there might be no 
direct benefit to her for participating in the study, however, the data obtained would 
help mothers in similar situations. 
Confidentiality of the study and the informant's right to refuse to answer any 
questions or even to stop the interview were reinforced. Information regarding how 
the data would be handled, who would have access to the raw data and how the tapes 
would be dealt with after completion of the study was given. If the informant still 
agreed to participate in the study, she was asked to sign the consent form at this 
moment. For informants recruited through the charitable organization, they were 
asked if they had any objection to the researcher to keeping their reply slips which 
would serve as the consent form. 
If the interview was conducted at the informant's home and if her family members 
were present, she was asked whether the interview could be conducted in a room 
where there would be less interruptions and distractions. 
Permission to audiotape-record the interview session was sought again from the 
informant. The informant was informed that the purposes of using tape-recording 
were to save time in note taking, to guarantee that things she had said would not be 
missed or misinterpreted and to allow both parties to concentrate on the interview. 
After thorough explanation, two informants requested that the interview session 
should not be tape-recorded. All of them said they did not have anything to say 
worth recording. After further explanation and assurance of confidentiality, they 
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finally consented to tape-recording the interview session. After the interview, one 
mother even said that she did not mind the tape being listened to by other mothers of 
similar experiences if the researcher found it helpful to them. 
The interview began with noncontroversial straightforward questions which required 
minimal recall and interpretation. For example, "How many children have you got?", 
"How old are they?" Since these questions were fairly easy to answer, they served to 
encourage the informant to talk descriptively (Patton, 1987). Once some experiences 
or behaviours had been described, probes were used to elicit in greater details. 
Sufficient time was given for the informant to describe, explain, reflect and clarify her 
experiences, opinions, perceptions and feelings. Silence together with the 
acknowledgment of "hmmm" were used to encourage the informant to elaborate in 
more details of the information she had given so as to increase the richness and depth 
of the data. 
Throughout the procedure, the researcher tried to maintain attentive, provide non-
verbal nods, maintain eye contact, communicate interest in the information received 
and demonstrate willingness to be taught by the informant (Sorrell & Redmond, 
1995). Words of thanks and praises were also used to make the informant feel that 
the interview process was worthwhile. Non-verbal cues were observed and simple 
notes were taken so as to formulate new questions and probe for clarification of 
unclear responses. 
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During the interviewing process, different situations could happen. Some informants 
felt that they were not well educated and they knew nothing more than the researcher. 
In this case, the researcher had to "play dumb" (Morse & Field, 1995, p.99). That is 
to respond to the information received with surprise to show that the researcher knew 
less about what she was doing than the informants. 
When the informant was giving inconsistent answers, it did not always mean that the 
informant intended to mislead the researcher. Sometimes they might be too nervous 
and did not hear the question clearly or they might have misunderstood the questions. 
Clarification of answers was made when there were any inconsistencies. This was 
done by reflecting the informant's answer, repeating the question again or asking the 
question in another way. 
During the interview，some informants might ask questions or seek the researcher's 
opinions towards certain issues. The researcher could redirect the question back to 
the informant. If it was not possible to do so, the researcher could answer the 
question briefly and bring the informant back to the topic discussed. The principle 
was to remain neutral and to avoid making judgments about the information received 
so as to encourage the informant to disclose her true opinions or feelings. 
If the informant was inclined to “wander off’ the topic, the researcher had to maintain 
control of the interview and keep the informant on the topic. This could be done by 
interjecting a new question as soon as the informant paused for breath (Patton, 1987). 
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Sometimes long buried memories were evoked accompanied by strong emotions. At 
this time, the informant was usually unprepared to find her words mixed with tears. 
Under such circumstance, sufficient time was allowed for the informant to have her 
emotional catharsis (Hutchinson & Skodol Wilson, 1992). The researcher would 
acknowledge the acceptance of the emotional catharsis and offer a packet of tissues 
to the informant (Morse & Field, 1995). After the emotional catharsis was over, the 
informant was asked if she was able to continue with the interview. 
Having noticed that the quality of data would suffer if the interviewer became a 
therapist, a counselor or an educator (Lipson, 1991; Rew & Bechtel, 1993), the 
researcher tried not to change her role during the interview. 
Throughout the interviewing process, the researcher kept the research questions 
firmly in mind (Miles & Huberman, 1994). Besides, she had to allow a certain degree 
of flexibility in questioning so as to elicit the informants' individual stories. However, 
consistency in types of questions asked, depth of detail and amount of exploration had 
to be maintained in order for conclusions to be drawn. As stated by May (1991), this 
is a challenge to the researcher. It is because the researcher has to maintain enough 
flexibility to elicit individual stories and gather information with enough consistency 
to allow for comparison between informants (May, 1991). In order to maintain a 
balance between flexibility and consistency in subsequent interviews, previous 
interviews were reviewed and notes about questions to be asked in the coming 
interviews were made. 
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As the study proceeded, the interviews became more focused (May, 1991). 
Additional areas of special interest were explored. Areas of commonality and 
difference in the informants' stories seemed to merge. Ongoing adjustments 
regarding structure, flexibility, consistency, depth and breadth of questions asked 
were made throughout the data collection process. 
To the researcher's surprise, all participants did not have "stage fright" about the use 
of a tape recorder. They were able to talk freely and forgot about the tape recorder. 
The interviews time ranged from fifty minutes to two hours. After the interview, in 
order to ensure that data which were unclear or missed could be captured later, 
permission was sought to contact the informant over the telephone if additional 
information was needed. 
After leaving the informant, some post interview notes were made, such as the 
physical setting of the interview place, the informant's interaction with her family 
members if any, and the researcher impression towards the interview. The tapes were 
revised and listened to check ifthey were properly recorded. In case there were areas 
of ambiguity and uncertainty, the informants were followed up over the phone as 
soon as possible. 
Data analysis 
While there are no strict rules to be applied in qualitative analysis, all qualitative 
research employs a systematic approach to analysing data (Brink, 1991; Pollock, 
1991). In this study, the process was carried out broadly as follows: 
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1. Gaining familiarity with the data during transcription and translation 
2. Coding the transcripts 
3. Developing conceptual categories by looking for commonality ofideas across 
transcripts 
4. Interpretation of categories within a framework of stress and coping 
Gaining familiarity with the data during transcription and translation 
Shortly after the interviews, the tapes were replayed to listen to the content, questions 
asked and the tone of the informant's responses (Morse & Field, 1995). A copy of 
the tape was made to serve as a back-up in case the master copy was damaged in the 
process of transcription. The tape was then transcribed word for word from the 
interview. Names of organizations were replaced with an "X" and names of the 
informants' child were replaced with other names. Expressions, such as laughter and 
crying together with non-verbal expressions, such as gestures and facial expressions 
were separated from the verbal text with square brackets. Pauses were indicated by 
dots. 
After the transcription, the whole script was checked against the tape for accuracy. 
All pages were numbered sequentially and each page was coded with the informant's 
number. Each response was also numbered together with the informant's number in 
the front. For example, 1R2 means the first informant's second response. The 
transcript was then translated into English (Appendix VIII) and typed into the 
computer with a backup file. A wide margin on both sides of the page was left for 
coding and writing comments regarding the content as well as any analytic ideas. 
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A registered nurse with experiences in translation was asked to transcribe and 
translate the tape independently. The two transcripts were compared (see Appendix 
IX for one section ofinterview script side by side with the script for cross checking). 
The differences between the two versions were discussed with adjustment made. The 
level of agreement between the two versions was fairly high. 
The entire transcript was read and reread for as many times as is necessary so as to 
familiarize the researcher with the world of the informant and to get a sense of the 
whole. As suggested by Sandelowski (1995), every subsequent interaction with the 
text will yield new thoughts. After the reading, a brief summary of the distinctive 
elements of the interview was made. 
Coding the transcripts and developing categories by looking for commonality of 
ideas across transcripts 
The researcher then started the initial coding process. To start with, the researcher 
decided on the unit of analysis relevant to the research topic. Persistent words, 
phrases or themes within the data were identified. Among the themes, some were 
concepts indicated by the data and some were directly described by the informants. 
The major theme of each paragraph was written in the margins corresponding to the 
original data (see sample of work in Appendix X ). With reference to the themes 
identified, a tentative list of major categories was developed. Categories were kept as 
broad as possible without overlapping (Morse & Field, 1995). As more data 
accumulated, the major categories were revised and sorted into subcategories. 
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The data were sorted by cutting each labeled paragraph and pasting the relevant 
passage onto larger sheets of paper. As a result, the whole transcript was reduced to 
conceptual categories which were groups of common ideas and concepts linked 
together in terms of the experiences of mothers in parenting a child with Down 
syndrome. 
Another colleague with experiences in doing qualitative research was invited to 
generate the category independently without seeing the researcher's list. The two 
lists of categories were compared and discussed. The level of agreement was about 
seventy percent. Adjustment were made with reference to the original interview data 
again. The aim is to enhance the validity and reliability of the categorizing method 
and to guard against researcher bias. 
Each transcript was then worked through with the list of categories and 
subcategories. The coded section of the interview was cut out of the transcript and 
labeled with the informant's number and the number of the response. Cutting the 
transcript enabled the data to be quickly sorted without the necessity of rewriting the 
passage again. The cut passages were pasted according to the preliminary categories 
and subcategories identified for direct reference. When new categories were 
generated, they were added to the original list. 
At last, all categories and subcategories generated were listed together with examples 
of verbatim text which captured the essence of each category. A nurse having 
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experiences in doing qualitative research was asked to check if the verbatim grouped 
under each category was able to back up that category. No adjustment was required. 
Having grouped together all verbatim examples of each category and subcategory, the 
researcher started to write the research findings. Throughout the process, all the 
complete transcripts and the original tape recordings were kept at hand. If anything 
appeared unclear during the writing up stage, the researcher would refer directly back 
to the transcripts or the original tape recordings so as to stay closer to the original 
meanings and contexts. 
Interpretation of categories within a framework of stress and coping 
The aims and objectives of the study were reviewed to provide an essential structure 
for guiding the interpretation process (Pollock, 1991). The original transcripts were 
compared and contrasted to identify commonalties and differences among informants. 
Categories consisted of segments of transcripts compiled from transcripts of the 
informants were reviewed again to look for commonalties and differences as well. It 
was discovered that there were patterns of the mothers experiences and these patterns 
changed over time. The changes can be classified into three stages in relation to the 
child's age. Within each stage, there were also variations of experiences among 
informants. Since the focus ofthe study is on the stress and coping of mothers with a 
child with Down syndrome, Lazarus and Folkman's (1984) theory of stress and 
coping will serve as a framework to present and discuss the data found. 
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Validity and reliability 
According to Brink (1991), error limits the usability of the data and damages the 
research. Therefore, the researcher must attempt to avoid error during all phases of 
the research to increase the validity and reliability of the results. 
Validity and reliability are closely related. As regarding validity in sampling, 
purposive sampling instead of probability sampling was used because generalizability 
was not the goal of this study. The researcher had to ensure that the sample chosen 
possessed the characteristics needed for the study (Brink, 1991). Characteristics 
generally referred to the informant's intelligence and knowledge of the topic because 
these influenced the informant's ability to understand and answer the question 
accurately (Brink, 1991). Since the aim of the study was to explore mothers' 
experiences of parenting a child with Down syndrome, these mothers were people 
who were undergoing the experiences. 
Another issue to be addressed is the validity of the instrument. An interview guide 
was developed to serve as a guide to the researcher in collecting data. The 
appropriateness, completeness and applicability of questions developed in the 
interview guide were validated by two experienced nurses and pretested on another 
colleague. In order to avoid acquiescent responses, open-ended questions and 
contrast questions were used. 
Since the researcher was regarded as the principal data collection instrument in 
qualitative research, the characteristics of the researcher should not be neglected. As 
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suggested by Lipson (1991), informants make judgment about the external 
characteristics of the researcher, such as her age, gender and professional 
background, to decide what is safe or acceptable to say. In this case, some of the 
external characteristics of the researcher enabled her to gain more valid data. Firstly, 
the researcher was a Chinese who spoke Cantonese. Since the mother tongue of the 
informant was also Cantonese, there was no language barrier in communication. 
Secondly, the researcher was of the same gender and similar age range with the 
informant. As there was no gender or generation gap, the informant could express 
themselves more freely. Thirdly, the researcher was a nurse who possessed some 
medical knowledge. During the communication process, the informant did not have 
to spend lots of time to explain in details the terminology she was using to talk about 
her child's problem and there was a shared understanding of the concept. Thus, the 
researcher was perceived as someone who could understand what she was unwilling 
to share with anyone else (Lipson, 1991). Lastly, the researcher was also perceived 
as a "foreigner" who had no access to the informant's network of relatives, friends or 
neighbours. Under such circumstances, the informant could be more open because 
the possibility of gossiping among her social network was eliminated (Lipson, 1991). 
Some measures had also been taken to establish the validity of data collection 
procedure. As the interview was conducted on a one-shot basis, the informant's first 
impression of the researcher was very important because it directly influenced the 
quality of the data collected. Before conducting the interview, a trusting relationship 
was established. Throughout the procedure, the researcher tried to show she was 
sincere, eager to learn and trustworthy because the informant was evaluating the 
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researcher continuously to see whether the researcher could be trusted with personal 
information. I f the informant did not trust the researcher, some of the data collected 
might be a fabrication tailored to what the informant thought the interviewer expected 
(Lipson, 1991). 
The validity of the data can also be supported by the participants' comments. Though 
some participants became upset during the interview, by the time they had finished the 
interview, they were laughing and making small talk. Most participants said that it 
was the first time they had the opportunity to tell others their stories. They felt quite 
strange that they had shared their long buried experiences with someone whom they 
knew for the first time. They also expressed appreciation that there was someone 
who cared about them and was willing to listen to their stories. Although the 
researcher did not intend to provide any therapeutic services during the interview, as 
suggested by Morse and Field (1995) the qualitative interview itself might be a very 
therapeutic experience. 
As regarding the validity of data analysis, Brink (1991) suggested to make logical 
decisions in sifting through the data, cover the universe of the content and keep the 
inclusion and exclusion of data consistent in the coding of categories. The 
suggestions were enforced as far as possible in this study. Besides, independent 
researchers were asked to cross check the categorization of data to enhance validity. 
In addition to the issues of validity, measures were also taken to establish the 
reliability of the study. For example, all the data were collected and analyzed by the 
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same researcher to achieve consistency; alternate form of questions were sometimes 
used during the interview to test the reliability of the information collected; and the 
transcripts were checked for logical rationale of ideas about the same topic (Brink, 
1991). 
Through the study, mothers' experiences of parenting a child with Down syndrome 
were revealed. Details of findings will be presented in the next chapter by the 
description of conceptual categories, which are defined as groups of common ideas 
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and concepts linked together in terms of experiences of mothers parenting a child 
with Down syndrome. 




This chapter will include descriptions of the demographic characteristics of the 
mothers and their child, and descriptions of the major categories and sub-categories. 
Verbatim extracts from the interview data will provide evidence for the conceptual 
categories. As the extracts are quoted directly from the translated transcripts, they 
may not be grammatically correct. 
Demographic characteristics of the mothers 
Eighteen mothers of children with Down syndrome participated in the study. Their 
age groups ranged from 21-30 to over forty years old. All were married. Their 
education level ranged from no formal education to tertiary education. Twelve 
mothers were housewives and the rest had either full-time or part-timejobs (Table 1). 
Table 1 Demographic characteristics of the mothers 




Over 40 6 
Education level No. of informants (N=18) 
No formal education 1 
Primary 6 or less 5 
SecondaryForm 1-3 3 
Secondary Form 4-7 8 
Tertiary education 1 
Employment status No. of informants (N=18) 
Full-time 4 
Part-time 2 
Unemployed (Housewife) 12 
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Demographic and biographic characteristics of the children 
The ages of the children ranged from twenty-seven to eighty months old. The mean 
age was fifty-one months old. There were nine males and nine females. Three 
children were the oniy child of the family. Eight children had one sibling, six children 
had two siblings and only one child had three siblings. The age of the siblings ranged 
from ten months old to seventeen years old. Excluding the three only children, two 
children were the first child of the family. One was the middle child and twelve were 
the last child. Only one child was diagnosed before birth. The rest of the children 
were diagnosed shortly after birth. All except one child were living together with 
their families. The child who was not living with her family resided in one of the 
Special Child Care Centres with residence. Except the child who resided in the 
Special Child Care Centre, fifteen children were taken care of by their mothers and 
two children were taken care of by other people, such as relatives or maids. Five 
children studied in the Integrated Child Care Centres whereas twelve children studied 
in the Special Child Care Centres. Only one child had not yet been admitted to any 
child care centre because of his young age. These children most commonly suffered 
from congenital heart disease, disease of the eyes, respiratory infections and feeding 
difficulties (Table 2). All except one child had been hospitalized for whatever reason. 
The length of hospitalization varied from one week to intermittent admission to 
hospital before the age of two. 
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Table 2 Demographic and biographical characteristics of the children 
Gender No. of children (N=18) 
Male 9 
Female 9 





Birth order of the child No. of children (N=18) 
Only child 3 
First child 2 
Middle child 1 
Last child 12 
Time when the child was diagnosed No. of children (N=18) 
Before b i r t h 、 1 
Shortly after birth 17 
Some time after birth 0 
Primary caregiver of the child No, of children (N=17) 
Mother 15 
Other 2 
Child Care Centre attended No. of children (N=18) 
Integrated Child Care Centre 5 
Special Child Care Centre 12 
None 1 
Blness suffered by the child No. of children 
Congenital heart disease 8 
Respiratory infections 5 
Disease of the ear 4 
Hypothyroidism 1 
Gastrointestinal anomalies 3 
Disease of the eye 6 




Description of the major categories and sub-categories identified 
Seven major categories were identified from analysis of the interview data. They 
represent the main stressors encountered by mothers from the child's birth to six years 
old. These categories are: unexpected birth of an abnormal child, acceptance of the 
child, special needs of the child, worry about the future, knowledge deficit, marital 
relationship and social restrictions. Among the seven categories identified, two 
categories consisted of some sub-categories and are listed in Table 3. 
Table 3 Major categories and sub-categories identified 
Major categories Subcategories 
1. Unexpected birth of an abnormal child 




2.5 friends and neighbours 
2.6 public 
3. Special needs of the child 3.1 development related 
3.2 health related 
4. Worry about the future 
5. Knowledge deficit 
6. Marital relationship 
7. Social restrictions 
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Summary of categories 
The categories identified are described as followed: 
Unexpected birth of an abnormal child referred to mothers' confusion and disbelief 
on hearing the diagnosis, their emotional state and things they did immediately after 
learning that their child had Down syndrome to a few days during their 
hospitalization. 
Acceptance of the child referred to how different people showed their acceptance or 
nonacceptance of the child as perceived by the mothers. 
Special needs of the child referred to the extra caring demands required by the child 
due to the child's delayed development and health complications. 
Worried about the future referred to mothers' worry about their child in the near 
and distant future. 
Knowledge deficit referred to mothers' insufficient knowledge regarding the 
diagnosis o fDown syndrome and the care of a child with Down syndrome. 
Marital relationship referred to mothers' relationship with their husband after the 
birth of their child with Down syndrome. 
Social restrictions referred to restrictions imposed on the mothers after the birth of 
the child with Down syndrome. 
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Presentation of major categories and sub-categories identified. 
Major categories and sub-categories are summarized and described drawing on 
verbatim accounts by the mothers as evidence. 
Unexpected birth of an abnormal child 
When mothers were informed that their child was suspected of having Down 
syndrome, their immediate response was to ask for explanation of the syndrome. 
Most mothers knew nothing about the term "Down syndrome" before they gave birth 
to such a child. Some mothers even related Down syndrome to mental illness. 
“It immediately came to my mind that there was a crazy child walking 
in the street, saying 'e, e, er, er，’ and he was beyond control of his 
mother who was so helplessly chasing behind him. Was that a Down 
syndrome ？ I was so scared.，， 10R29 
Although the term “Down syndrome" was totally new to these mothers, a few 
mothers had some ideas about the term "Mongolism". 
“I could not understand what it was until he (the doctor) said that it 
was the same as Mongolism. I began to realize that my daughter 
wotdd be slow in development, and she is retarded. She might be so 
retarded that she has no future. Those were the things in my mind.” 
12R13 
Having learned that their child has Down syndrome, most mothers were in shock. 
They described it as a death sentence. 
“After I heard it from the doctor, my mind was blank I couldn，t 
think, I couldn 't hear what he said anymore. I only heard that my 
daughter has Down syndrome. What other stuff the doctor had said 
did not go into my ears. I felt blank，，12R10 
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They disbelieved that they had a child with Down syndrome because no one in their 
families had such kind of syndrome before. 
“I disbelieved completely. To my knowledge, all generations in our 
families have no such kind of person. Why is there suddenly one? I 
totally disbelieved. “ 2R16 
Therefore, they thought that there was no reason for them to give birth to such a 
child. 
“/ asked myselfwhy I had given birth to a daughter like that. .... My 
two sons are normal It was not inherited. .... I always thought that 
I should not, I should not have such a child. I even made up some 
answers to myself, ‘Has my baby been changed with somebody 
else ’s? This baby should not be mine.，” 12R14 
Since the child was already there, these mothers would then try very hard to find 
some reasons to explain the causes of their child's syndrome. 
“If this child is born like this, had I ever done something wrong or 
had I taken some inappropriate medicine? I was thinking about all 
these because there was no other reason for me to have such a child. 
My two sons are normal And that was not my first haby. I was not 
too old. I couldn 't accept it. “ 12R14 
When these mothers were still in a state of emotional crisis, they had to face their 
“defective child". 
“The doctor asked i f I had ever held my baby in my arms. I was 
reluctant at the beginning. I was scared of him. I thought he might 
turn out to be a terrible creature. I tried to resist touching him. I did 
not believe that he was my own baby. And, I also asked myselfwhy 
this could have happened to me. I dare not look at him I was 
absolutely upset. I was emotionally unstable. I dare not look at him 
and I didn 't want people to ask about him. I cried M^hen I thought of 
him or ifanybody woiild mention him.，，10R3 0 
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Even though these mothers had not yet been ready to face their newborn, due to the 
hospital policy, they still had to participate in the feeding of their child. One mother 
recalled her experiences on the way to the nursery to feed her baby. 
“Although the way from the ward to the nursery was not long, the 
stress was very great. Each time I went to the nursery to feed her, I 
cried. On the way back to the ward, I cried again. ” 13R17 
Despite their emotional upset, some mothers even tried to pretend that nothing had 
happened to them. It was because they were unwilling to let others know that their 
child had Down syndrome. 
“There were many people in the ward I felt that no one cared about 
me. Then I cried. But I dare not cry too loudly. I was afraid of 
being noticed by others, like people in the neighbouring beds I 
M^as unwilling to let others know that my baby had some problems.“ 
16R12 、 
At that moment, their concerns were how to bring up their child and how to inform 
others about their child's syndrome. 
“He was so soft and a bit flaccid. When would he be able to sit and 
walk? How slow would he be in growing up? Low intelligence? To 
what extent would that be. He was worse than the others in all 
aspects. How am I going to bring him up? .... I didn ’t know how to 
tell my in-laws and my relatives. What and how should I tell them 
about my baby. Would they look down upon me? Woiild it become a 
topic to gossip about? All these sorts of worries were in my mind.” 
10R32 
One point worth mentioning is that although these mothers had been staying in the 
postnatal ward for some time, no one had ever specifically mentioned about how "the 
nurses" had supported them. It seems that all nurses were absent during that period 
of time. 
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Acceptance of the child: mother 
Mothers' acceptance of the child can vary to a very large extent. Four mothers 
accepted their child within a few days. One mother even accepted her child within a 
few hours after learning that her child had Down syndrome. 
“ When I was feeding her, I looked at her. 'Ai, why? Why has she got 
such a prohlem? ‘ I wondered why. For a few times, I dare not look 
at her. After a while, I asked myself, ‘Ai，do I want to desert her?， 
The answer was ‘No!， She is my own baby. Then I looked at her 
again. Oh, she ’s so cute. I told myself not to bother, but to look 
after her day by day” 9R45 
However, the rest of the mothers could not accept their child at the very beginning. 
While they were "doing the month" at home, they spent most of their time crying. 
“At that time, no one could help me. All I could do was cry. What 
else couldI do then? Although the prohlem could not be solved after 
the crying, at least it helped me to alleviate some of the stress. After 
the crying, I still had to face this child.” 13R28 
According to the traditional Chinese belief, a woman has to be confined at home for 
one full month after delivery for post-partum convalescence. This period is regarded 
as "doing the month". Within that month, mothers are not supposed to leave their 
home. Therefore, these mothers could only stay at home all day. Their emotional 
state could be described as “a piece of darkness". As one mother had said, 
“I stayed at home, looking out through the windows and counting the 
number oflights which had been turned on in the adjacent buildings. 
It was dark again. My emotional state was also the same, very dark” 
13R18 
Before the mothers were able to accept their child, they were only able to give very 
basic routine physical care. 
''Ifhe was cold, I dressed him. Ifhe was hungry, Ifed him. Ifhe had 
any prohlem, I brought him to see the doctor. In short, while he was 
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at home, I would not carry him and I would not care about him. For 
the first three months, I really had not carried him at all” 3R51 
I f the child was born with prematurity or with some complications, some mothers 
anticipated that their child could not survive long and even intentionally neglected 
their child. 
'7 thought that this type of people would die very soon No 
matter he survives or dies, let him take his natural course After 
the milk feeding, I immediately threw him back into his bed to sleep” 
3R51 & 3R47 
Although some mothers tried to ignore their child, they had ambivalent feelings 
towards it. 
“When she (my daughter) took too long to finish the bottle of milk, I 
gave up and I was angry. I did not hold her when she cried. I tried 
to ignore her. But when she cried and cried and all of a sudden, she 
stopped, then I became scared. I was afraid she had suffocated. I 
then rushed in and checked on her. There were times I thought of 
abandoning her, andI tried to ignore her. But, .... I naturally have 
been keeping my eyes closely on her” 12R18 
One mother could accept her child, but could not accept the fact that it was disabled. 
“The nurse asked me to apply for Yan Yee 's disability allowance. I 
could not accept that Yan Yee was disabled. At that time, I did not 
want to have it (the disability allowance). The nurse said that it was 
a kind of financial assistance. I said that I did not want to have it. 
Even though they gave it to me, I was not going to take it. I was 
totally not accepting the reality. I had heard something like disabled 
people, disahled what, disabled allowance? I hated the thought of it. 
I really could not accept that. I said that my daughter was not 
disabkd:,2K95 
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When asked if they had ever thought of abandoning their child, most mothers honestly 
admitted that they had cherished such thoughts. Some mothers asked the doctor not 
to save their child shortly after the child was born. Some mothers changed their mind 
after considering that the child would suffer even more i f he/she was abandoned in the 
orphanage. A few mothers said that they would have abandoned their child i f they 
knew the formal procedures to be taken to do so. 
“/ thought of that, only that I did not know the way. I f I knew at that 
time, I might have abandoned her. Anyway, that's impossible for me 
to do something so inhuman I f I ' d killed her, I had to go into 
jail. There was no way I would dump her in the street. Sooner or 
later it could be found out. .... There was no way that the parents 
couldn 't be traced because they have records since she was bom” 
12R16 
Actually one mother had asked her relatives and friends in Guangzhou to look for 
someone to help her to "deal with her child". However, she could not find anyone to 
accept thisjob and the idea was abandoned. 
Since all mothers in the study finally decided not to abandon their child, most ofthem 
came to accept their child gradually by different means. Three mothers could not say 
specifically when they started to accept their child. They felt that they just accepted 
their child naturally within the first few months. Two children were accepted by their 
mothers during their hospitalization. These mothers took pity on their child and 
accepted their child upon seeing their child being punctured for blood taking or 
intravenous inftision. 
“I think the first time I accepted my daughter was the time she was in 
the hospital .... When I got there, I scm her looking at me. Ifelt 
that she could recognize me. It was so different from how she looked 
at the nurses. It seemed that she was saying, 'Miimmy, I've suffered 
a lot!，. It was at that moment I began to accept her. And I said to 
myself, ‘All right, I'll try my best to look after her. /’// try my best , 
I hope she woiildn ’t he too dumb. “ 12R8 
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Eight children were accepted by their mothers within the period of six months to two 
years old. When these children reached five to six months old, they would be 
admitted to the Early Education and Training Centre for training. That meant 
mothers could no longer isolate themselves and their child at home. The exposure to 
people with similar situations enriched mothers' experiences and changed their mood. 
“I saw some kids in the centre, they were unable to walk. They had to 
use wheelchair or walking stick. In comparing with those kids, I feel 
that I am already quite lucky” 1R27 
Having received some training, the child was able to make some improvements. 
Together with the gradual development, the child was more able to interact with 
others. As the child's performance gave the mothers some satisfaction, the mothers 
started to accept their child. 
Only one mother said that she was still unable to accept her five and a half years old 
daughter. 
“Basically I cannot accept Lau Suet Yee. Upon seeing her, I feel 
unhappy myself. .... I don 't like her not just because she has too 
much illnesses. It 's her whole person. It is because I cannot accept 
that she is a Downs.” 7R6 & 7R13 
She further admitted that she had battered her child. 
'7 was not taking good care of her (my daughter). I beat her 
Actually I had not beaten her much. I shook her head like this (shook 
the child's shoulders). It is possible that I shook her too vigorously 
and made her feel uncomfortable. The doctor said that this should 
not be permitted to happen again. Therefore, he admitted her to the 
hospitair 7R57&7R59 
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Acceptance of the child: father 
Six fathers accepted their child very well shortly after they were informed of their 
child's diagnosis. 
“/ tried to resist touching him Then my husband held him in his 
arms. He said, ‘Let daddy hold yoii, my son. You 're such a good 
boy. Let daddy hold you! ‘ From that moment on, I've noticed that 
my husband loves this son so dearly. “ 10R3 0 
Five fathers had a short period of emotional upset before they could accept their 
child. 
“At the beginning, he (my husband) looked at our daughter for a 
while and then cried suddenly. This indicated that he still could not 
accept her. He asked, ‘Why us? ’ .... After the first month, he started 
to accept her：' 17R29 
I f fathers accepted their child well, they were willing to devote their time to play with 
their child. They did not mind taking them out and introduced them to their friends. 
Moreover, they were willing to share some of the caring responsibilities of the child. 
“Iwas tied up with my work and I couldn ’t afford time to go with him 
(my son) to attend the Early Education and Training Programmes. 
It's my hushand's turn. He was so willing to rush in between his 
working hours. Every time it took him an hour and a half to bring 
my son there, stayed with him and bring him hack home. He might 
therefore have earned a little less, hut he was so willing and so happy 
to be with our son. ” 10R3 7 
However, five fathers were not so ready to accept their child. They did not hate their 
child but showed their indifference. 
“For one whole year, completely one year, his father had never shot 
a glance at him. “ 3 R3 6 
These fathers would not hug or kiss their child. In addition, they reftised to share the 
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responsibilities of caring and training. As time passed, some fathers found that their 
child was not so handicapped as they had imagined, as their child responded by 
playing and holding on to their father, they started to accept them. 
On the contrary, there were two fathers who basically could not accept the fact that 
their child had Down syndrome. 
“Eh .... he longed for a son very much. That is why I still gave birth 
to this son even though I already had three daughters. Finally this 
son turned out to have Down syndrome. The son that he has been 
longing for is like this. Eh .... He was absolutely disappointed..... 
Mm .... his hope turned out to be a despair Therefore he could 
notaccepthim.” 6R17 
The main reason for the fathers' nonacceptance was that their son could not help \ 
them to pass on the family name. One father was quoted as follows, 
“It is rather to have a reckless son than to have a dumb one.” 6R19 
and requested his wife to give birth to another child. These fathers felt that their child 
caused them to “lose face”. When they went out with their family, they did not like to 
be involved. 
“WhUe we are traveling by the Mass Transit Railway, it usually 
happens that I carry my son (the son with Down syndrome) and sit in 
one compartment whereas he (my husband) takes our daughter and 
sits in the other compartment. ” 15R140 
Acceptance of the child: siblings 
Except for siblings who were too young to have the concept of acceptance, all 
mothers said that the siblings accepted their child with Down syndrome. 
“His brother has accepted him. He even said that if one day his 
fiancee couldn 't accept his brother, he wouldn't get married. Of 
course his words are not reliable. He is still a child. It，s too early 
for him to say that. Biit he accepts his brother all right:, 10R42 
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Some mothers felt that although the siblings stated they could accept the child with 
Down syndrome, they worried that there might be some impact on the siblings. 
“I don，t know whether she (my elder daughter) is really accepting her 
younger brother so welL She has not told her friends about her 
brother ,s syndrome. I feel that she doesn 't like to talk much now. ” 
16R40 
I f the siblings were just a little bit older than the child with Down syndrome, they 
were sometimes jealous because they perceived that their mothers paid full attention 
to the special child and neglected them. 
“He (my younger son) seems to be a little jealous now. When he 
comes home from school, he is trying to stick to me. He says, 'Miim, 
you，re always with Man Yee (my daughter with Down Syndrome). ”， 
12R37 
In order to facilitate the siblings' acceptance, most mothers brought the siblings all 
together when they attended activities organized by corresponding associations. 
Acceptance of the child: relatives 
Mothers cared very much about whether their child was accepted by their relatives or 
not. I f their child was accepted, they felt very relieved. 
“I took her (my daughter) along to visit a few relatives I was 
prepared to hear some sort of comments on my daughter, biit then 
unexpectedly, they were all very nice to us. I felt so relieved” 
12R50 
Sometimes relatives' acceptance of the child was influenced by the extent of parental 
acceptance. When parents started to accept their own child, their relatives' attitude 
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towards the child changed as well. As the level of acceptance changed, the relatives' 
behaviour towards the child also changed and included them in the traditional Chinese 
practice of giving "lucky money” to demonstrate affection and good wishes. 
“Two years ago, his grandmother did not even give him any ‘red 
packets ‘ on his birthday. Starting from these two years, she has 
given him two packets of lucky money for each of his birthday.” 
3R87 
However, not all relatives accept this kind of children well. I f relatives could not 
accept the child, they would try to avoid having any contact with the child. Thus 
causing the mothers to drift apart from them. 
“When she was in the hospital, a lot of things came to my mind. 
Why? Myniece was admitted to the same hospital. My mother went 
to visit her but did not come to visit my daughter. Once I thought 
about that, I cried vigorously. .... Isaw other mothers accompanying 
their child in the hospital These mothers ’ mother brought food for 
them. But I had to dine in the fast food canteen of the hospital. .... I 
feel that no one cares about me.” 7R131 & 7R132 
Acceptance of the child: friends and neighbours 
More than one third of the mothers in the study said that they had not told their 
friends and neighbours about their child's syndrome. Therefore they did not know 
whether these people would accept their child or not. They said that they had not 
taken the initiative to tell other people because they did not want to be talked about. 
However, they said that they would tell others i f they were asked. 
Some mothers suggested the best approach was to let people know about their child's 
syndrome as soon as possible. They felt that i f people did not know their child's 
problem, they would ask lots of questions which might make the mothers feel uneasy. 
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“People sometimes ask, 'Oh, why is it your daughter looks like this? 
Why can 't she walk at this age? What is the problem with her? Have 
you brought her to the doctors? ’” 12R19 
I f people knew the facts, they would be more considerate. Quite often, they would 
say something comforting and encouraging. 
“....Don 7 be discouraged, even thoiigh yoiir daughter is like this, 
she can learn and become smarter. You must be patient in looking 
after her. Please don 't think negatively. “ 12R31 
Most mothers who had told their friends about their child's syndrome said that their 
friends were able to accept their child well. In addition, their relationships became 
closer since their friends were eager to look for some resources in order to help them. 
On the contrary, a few mothers said that their friends drifted apart from them after 
learning that their child had Down syndrome. 
“At first, I thought that we (I and one of my friends) both were too 
busy to keep in touch with each other. Later on, another friend told 
me that she (the former friend) was afraid of my son. She did not 
know whether the syndrome was infectious or not. While her son was 
together with my son, people would stare at both of them at the same 
time. In addition, she was afraid that her son would imitate my son ’s 
behaviour. Therefore she did not come in contact with me anymore.” 
16R49 
Acceptance of the child: public 
No mother mentioned that the public had ever been openly hostile to them. But all of 
them had difficulties in first taking their child out. They felt that people were bound 
to stare at them which made them feel uneasy and embarrassed. They also wondered 
what people would think of them. 
'Tm afraid they woiild say, ‘Have they (these parents) done 
something bad? Would that he a kind of return? Woiild that be the 
effect of some medicine or wrong kind of food?， Ai, what would 
people think of me?'' 9R67 
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Therefore i f they really had to take the child out, they would carry them for fear of 
being seen by other people. 
As time went by, most mothers tried to persuade themselves to go out and 
accustomed themselves to the stares. 
“Some people would look at him in a strange way, but I don 't think 
there ,s anything wrong with him. And, there 's nothing wrong with 
me either. I am just unfortunate, that 's all .... So why stare at him 
like this? I don 't care about what other people think: 10R20 
Actually mothers were concerned very much about the public's attitude towards their 
child. They felt h^ppy and relieved once they perceived that their child was accepted 
by the public. 
“I had been out with my son one day. We stood in front of the 
display window. Someone passed by, she turned back again. She 
stroked my son and said that this fat boy was very cute. Ha! Ha! Ha! 
There is still someone who praised my son. I felt very happy at that 
moment. From this incident, I notice that my son is not so special 
There are still people who accept him and praise him. “ 1R67 
However, there were two mothers who felt strongly about negative attitudes of 
others. 
“Like going to the park, those mothers could recognize that my 
daughter is a Downs. While their children were playing with my 
daughter, they piiUed their children away Therefore while those 
children are playing over there, I let my daughter play here. While 
those children come over here, I bring my daughter away.'' 5R60 & 
5R65 
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Special needs of the child: development related 
One of the manifestations ofDown syndrome is delayed development. Most mothers 
said that their child did not acquire these very basic skills, such as sitting, crawling 
and walking automatically. As a result, everything had to be taught. 
“At a certain age, a normal baby can turn and then the baby can sit, 
and stand"., but my baby has to learn to tiirn, and he has to learn to 
sit and stand. These children had difficulty in controlling their 
muscles.” 14R3 
Since none of the mothers had the knowledge to teach their child to perform these 
very basic developmental skills, they had to bring their child to attend the Early 
Education and Training Programmes when the child was about five to six months old. 
In the programmes, mothers learned from the therapists how to train their child. 
Afterwards，they took up the training role at home. As a result mothers became very 
exhausted and found the task labourious. 
About one third of the mothers complained that their child had feeding difficulty for 
the first few months which caused them frustration. 
“It was from the very first day that he has the feeding problem. He 
simply did not suck, or he did not know how to suck. .... Perhaps he 
did not feel hungry at all That means M^e canfeed him any time we 
like. But, I'm his mum, and Fve got to make sure he had enough 
nutrients, and I fed him in scheduled times. For any normal haby, it 
would take only fifteen to twenty minutes tofinish six ounces of milk, 
but my son couldn ,t. It took about an hour and a half to finish one 
ounce of milk As he was not feeding well, it was changedfrom a 
three hourly feeds to two hoiirly feeds It's given me so much 
stress. I'd want him to suck, but I couldn 't force him. He was so 
small .... What shoiild I do? I couldn ,t beat him I could only 
become angry and frustrated. What else could I do?” 14R3 
As the child grew up even at four to five years old, the problem of feeding seemed to 
persist. 
“He refuses his meals unless we feed him. He insists on iis feeding 
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him, otherwise he won 't eat, that annoys me most.” 8R16 
Another problem area was elimination. Most children were still incontinent when 
they were four to five years old. 
“He cannot control his urination and bowel motion as another four 
years old can. He is still incontinent I get easily frustrated in 
training his toileting. I offered him a potty, and he often said, "No, 
no, no!" And in less than a few minutes, he was wet'' 10R3 & 
10R13 
The child's incontinence inevitably increased the mothers' workload and also caused 
them to be frustrated and embarrassed. 
“When she is incontinent in the street, I have no other ways but just 
return home and get her changed. Once when we were in the 
restaurant, someone said, 'Oh, she is incontinent, but she is so big?， 
....I felt very.... I do not know how to express” 2R75 & 2R76 
Several mothers also complained that their child learned to walk very late. Even 
though the child was able to walk, he/she was unwilling to walk and insisted on being 
carried. As the child grew bigger and heavier, mothers became more unwilling to go 
out with the child. 
“The school is on the fifth floor. His daddy carried him all the M^ay 
up to the fourth floor, and asked him to walk up the lastflight. He 
refused.” 8R29 
The child's inability to talk was another problem area quite frequently mentioned by 
the mothers. The main effect of the child's inability on the mothers was that the child 
could be easily identified as “retarded” by others which caused them to feel 
embarrassed. However, they had not specifically discussed other impacts of the 
child's inability to talk on them. 
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In view of the extra caring demands required by this group of children, several 
mothers said that to take care of one child like this was equal to taking care of three 
normal children. 
Special needs of the child: health related 
More than two thirds of the mothers said that their child tended to catch colds very 
easily. Besides frequent consultation with pediatricians, constant illnesses caused the 
mothers to be very irritable. 
“When she M^as ill, she kept on calling me all the time which made me 
feel very annoyed. It seemed that my spirit was completely controlled 
by her：' 11R27 
In addition, children with Down syndrome commonly have other health problems, 
such as congenital heart diseases, ophthalmologic problems, respiratory infections and 
feeding difficulties. Thus frequent hospitalization and regular follow ups were 
required. 
“She had to attend the follow ups of different units. I had to spend 
nearly all my time in attending different follow up appointments. I 
was ahvays not at home. ” 2R68 
Sometimes some minor problems like fever and cough could even end up in life 
threatening problems like pneumonia and dyspnoea. Once the child was admitted to 
the hospital, the mothers became very exhausted. Besides taking care of the whole 
family, mothers had to go to the hospital to visit their child. As a result, the other 
children in the family were neglected. 
“Sometimes I felt that my son (the normal one) was not well looked 
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after. I had to go to the hospital to visit her (my daughter with Down 
syndrome) all the time Since I was not able to take care of him, 
I placed him in the day nursery. Just like going to work, I went to the 
hospital to visit Lau Suet Yee (the child with Down Syndrome) 
everyday. Then I left when it was about time to bring my son home 
from the day nursery and to prepare for the dinner. During that 
period of time it was like this: 7R36 
Some mothers would even accompany their sick child in the hospital overnight. They 
said that their child cried a lot while they were not present. Therefore, they went to 
the hospital to keep their child company, play with their child and assist in carrying 
out some treatment procedures. 
“Ifl do not go to visit him, I cannot set my mind at ease Like 
inhalation therapy, .... eh .... the nurses just put the mask over the 
child's face. I f I am not staying there, and once he moves around, he 
won 't be able to inhale the medication. I f I hold it for him, he would 
he able to inhale the medication properly and he would recover 
earlier. Then he could he discharged earlier. I go to the hospital to 
accompany him mainly for this purpose.” 6R4 
The child's hospitalization obviously added extra workload to the mothers on top of 
the day-to-day care. 
Worry about the future 
All, except one mother, worried about their child's future. The mother who did not 
worry about her child's future said it was because she had very strong religious belief. 
She believed that God would look after her child even when she died. The worries of 
other mothers could be classified into the near future and the distant future. 
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For the near future, mothers worried about their child's school placement after he/she 
reached six years old and had to leave the Integrated or Special Child Care Centre. 
They wondered if their child could be properly looked after when entering primary 
school. One mother who still had not accepted her daughter worried about having to 
face the child all the time if she was not able to enter a boarding school. 
“In the future, ifshe is no longer allowed to reside in this preschool 
centre (with residence) and has to go home, I don 't know what shall I 
do. I don ’t know how to get through the days when I have to face her 
all the time：' 7R44 
Some mothers also worried about their child's health. 
“Iwould be very scared ofhis sudden inability to breathe. I really do 
not know what to do ifhe might die.” 6R56 
As for the distant future, mothers worried about the child's self-caring ability and the 
ability to make for a living and become independent. 
‘7 am afraid I still have to bring her along with me when I am old. 
Sometimes I see mothers of those children in the street. They are 
very old, but they still have to bring along with them a grown-up 
adult of this kind. It seems very hard. I think hack about myself 
immediately. Upon seeing this, sometimes my eyes will become wet. 
I am really sad. It seems that I am viewing my future. “ 7R91 
Some mothers even preferred their child to die earlier than them, and worried about 
who would take care of their child when they and their spouse had died. 
Knowledge deficit 
Most mothers were informed of their child's diagnosis on the second or third day 
after delivery. Usually it was announced that their child was suspected of having 
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Down syndrome, but the diagnosis had not yet been confirmed. Most mothers said 
that they had no idea what Down syndrome or Mongolism was before giving birth. 
Their immediate concern was whether the syndrome could be cured or not. 
“I did not know what Mongolism was. I really did not know. Eh .... I 
did not understand. I asked the doctor what Mongolism was like, 
what kind of disease it was and whether it was ciirable or not. ” 6R11 
However, the answer they received was "No!" What they knew was that the 
syndrome was caused by one extra chromosome and their child would have mental 
retardation. Some had also been informed of the possible complications of the 
syndrome. They were then referred to attend the genetic counseling clinic. However, 
the appointment was usually made a few months after the child's birth. 
Some mothers were lucky to receive some reassurances from their doctor. 
“He (the doctor) said that she will be lower in intelligence than the 
other children, and she will be slower in learning. .... But i f I would 
make effort to bring her up, she may be able to catch up. Even 
though she may not he as smart as other children, she may be at least 
take care of herself in the future.，，12R14 
But they thought that their doctor was not telling the truth. As a result, some 
mothers preferred to talk to someone who had the experiences of parenting this kind 
of children. 
“I was desperate to talk to someone who also had a child like him. 
May be she could be the only person who could help me at that time. 
But I was disappointed for there was no such person to approach me. 
....How much I wished someone could share her experiences with me 
at that moment. I wanted to hear how she would have brought up a 
child like mine I worried about how to look after him. I was 
informed of some possible complications of Down syndrome. His 
sight, his hearing, his heart, or his lungs .... Which ‘bomb’ woiild 
biirst? And when ？ I was worried to death ” 10R3 0 
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Shortly after learning the diagnosis from the doctor, several mothers said that they 
were unable to differentiate the differences between their child and those of a normal 
one. They found that there was nothing wrong with their child. They wondered why 
the doctor diagnosed their child with Down syndrome. Only one mother had asked 
for evidence from the doctor. The answer was "He has a single palmar crease and his 
nose is flat." Having noticed that many normal children also had a single palmar 
crease and a flat nose, this mother planned to seek for another doctor's opinion upon 
discharge. 
Whether or not these mothers accepted their child, i f the child had no other health 
problems, they had to bring their child home. Armed with very little information 
about Down syndrome, mothers had to shoulder the whole responsibility of parenting. 
I f the child happened to have some problems, such as feeding difficulty, the mothers 
were not be able to handle them. 
Marital relationship 
More than half of the mothers said that their marital relationships had not changed 
except more arguments on matters concerning their child. Some mothers were afraid 
that they neglected their husband because they had concentrated all their efforts on 
their special child. 
“Before our child was born, we enjoyed more time together, going 
out just the two of iis, and M>e were so affectionate to each other. 
After the birth of Wing Yee, my concentration has naturally focused 
on her I feel I have less time for him ( my husband). I am afraid 
Ihave neglected him in some ways'' 9R93 & 9R97 
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Two mothers said that their marital relationship improved after the birth of their 
special child because they had the same target to work towards the best benefits of 
their child. Therefore, they supported each other. Even though there were 
arguments, in order not to let the child sense the unhappy environment, they 
compromised with each other very quickly. 
During the transition period, when the fathers still had not accepted the child, there 
were some adverse effects on the marital relationship. Whether or not mothers had 
accepted their child, they still had to work very hard to meet their child's special 
needs. However, their spouse showed indifference and refused to share some of the 
caring responsibilities of the child. These mothers, having worked so hard without 
support from their spouse, inevitably felt discontented with their husband. 
“During that period of time, we did not have much to talk with each 
other. Instead, we had much more arguments He played 
mahjongg every night after work. He was not going to face this 
matter (the reality of having a child with Down syndrome). I was the 
only one to face it. .... He was unable to appreciate the stress I had 
to hear because of this child. .... He felt that he had already earned 
money to provide the materialistic needs for the child. He did not 
realize the child's need for training. He did not know how much 
time, effort and patience I had spent on the child I talked to him and 
asked him to share some of the caring responsibilities. However, he 
felt that I was complaining about him not shouldering the 
responsibilities of that of a father. It was meaningless to continue 
the discussion.” 13R42 
When fathers started to accept their child, they also started to participate in looking 
after the child. Thus sharing some of the mothers' burdens. As mothers' burdens 
decreased, the marital relationship improved as well. 
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Two mothers claimed that their marital relationship had deteriorated since the birth of 
their child. It was mainly because their husband strongly opposed rearing the child at 
home. These fathers wanted to send their child to be take care of in mainland China. 
However, the mothers objected. Under such circumstance, these mothers could not 
share with their husbands the difficulties they encountered. Besides, they had to hold 
their temper for fear that their husband would abandon the family. 
“There is no point arguing with him. I am boiind to lose. He may 
walk away and abandon the whole family. He had said so at the very 
beginning.” 15R108 
One mother even worried that her husband would go out to look for another woman 
because she had decided not to bear another child after the birth of this special child. 
\ 
“He has already warned me that if I don 't agree to have another 
child for him, he will go out to look for another woman to do so” 
6R65 
Social restrictions 
The birth of the child with Down syndrome inevitably imposed social restrictions on 
the mothers to a certain extent. The most common reason for the cause of social 
restrictions was the extra caring demand of the child. When the child was five to six 
months old, mothers had to accompany their child to attend the Early Education and 
Training Programme and carry out training at home. I f there were other 
complications, frequent hospitalization was required. Besides, mothers also had to 
take their child to attend different follow up appointments and assessments, thus 
causing mothers to be very exhausted and reluctant to participate in other social 
activities. 
“/ have a group of good friends. So often we went to have a cup of 
tea and shopping. Biit now, .... May be I'll wait until my son grows 
bigger, then we may go out more often.，，8R70 
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Another common reason was due to the child's health conditions. Most mothers said 
that their child had low body resistance and easily caught colds which could end up in 
other problems. Therefore, they preferred to stay at home with their child. 
“I dare not go to crowded places because her health is not good. We 
have not gone to the restaurants for sometime because there are too 
many people and the ventilation is not good. .... As a result, the 
whole family was stranded at home. I was sorry about having them 
(my other family members) to be bound at home with me.” 11R70 & 
11R72 
I f the child had a colostomy, the condition was even worse. 
''Very seldom I take him out. .... I remembered that I took him to a 
restaurant. Oh, that time, the fluid kept coming out from the 
colostomy: It made me hysterical I had to finish eating in such a 
rush. I had to hurry home.” 8R22 
The third reason was that mothers felt this kind of children was difficult to manage 
when they were outside. According to the mothers, their children either refused to 
walk or liked to run around. Besides, they may suddenly lose their temper without 
any reason. 
“She (my daughter) has her own world. She won't care what is 
happening around her. For example, when I took her out, I held her 
hands and we walked together happily. Suddenly she dropped herself 
down on the floor and cried loudly. She lost her temper and refused 
to walk on. I didn 't know what was wrong with her. Both of us were 
stared by other passengers. I was so embarrassed at that moment. I 
had to spend some time to coax her After a short while, she lost 
her temper again. She was beyond my control .... Although I notice 
that she has problems with her 10, sometimes I just can ’t control my 
temper When you are in that situation, you will understand why 
some parents battered their child so vigorously. “ 13R9 
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The fourth reason was that, since one third of the mothers had not told their friends 
that their child had Down Syndrome, they avoided having any contact with them. 
Even when they received a phone call from their friends, they would hang up quickly 
in order not to give their friends opportunities to ask any questions. 
“Ifl have contact with them (my friends), they may invite me out to 
have a cup of tea and chat. No matter where I go, I have to bring 
this child with me. Since I don 7 want them to know that I have a 
disabled child, I avoid having any contact with them I have lost 
all the good friends ofthose days：' 15R201 & 15R204 
The seven categories concerning the experiences of mothers in parenting a child with 
Down syndrome have been described. During the process, mothers stressors，coping 
resources and coping strategies were identified from birth to six years old. These 





Findings revealed that the experiences of mothers of children with Down syndrome 
changed over time. The changes can be loosely classified into three stages according 
to the child's age. The first stage is defined as from birth to six months old whereas 
the second stage started from six months to two years old, and the third stage from 
two to six years old. Lazarus and Folkman's (1984) theory of stress and coping will 
be used to serve as a framework for discussion because the view of stress and coping 
as a transaction process is a meaningful guide for examining how mothers appraise 
stressors and cope with the special needs of their disabled child (Heaman, 1995). In 
this chapter, the specific stressors cognitively appraised by mothers in each stage will 
be highlighted.- Coping resources in relation to specific stressors will be described i f 
relevant. Otherwise, coping resources in each stage will be reported in general. To 
be followed will be the strategies mothers employed to cope with that special stressor. 
These coping strategies will include all the cognitive and behavioural efforts to 
manage the stress regardless of their effectiveness (Folkman et al., 1986). 
The first stage (from birth to six months old) 
Usually mothers were informed that their child was suspected of having Down 
syndrome on the second or third day after delivery. It was also said that the diagnosis 
needed to be confirmed by chromosome study. Since nearly all mothers had never 
heard of the term “Down syndrome" before, their immediate response was to ask 
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what the syndrome was and whether the syndrome was curable or not. AJfter learning 
that the syndrome was not curable and that the child would have a certain degree of 
mental retardation, mothers experienced a series of emotional reactions such as 
overwhelming shock, disbelief, denial and emotional upset which were similar to 
those mentioned by Drotar et al. (1975). Within the first half of the year, the 
emotional state of these mothers was quite unstable. The stressors they had to 
encounter were: facing a child who was completely different from their expectation, 
taking care of a child who was different from normal, informing relatives about their 
child's syndrome, and accepting a child who had congenital disability. 
Facing a child who was completely different from expectation 
The immediate stressor mothers encountered was to face their child who was 
completely different from their expectation. No matter how much they wished they 
had not given birth to such a child, the fact was that this child belonged to them. 
Besides, the child's problem was not curable. Most stressful was that the child had 
mental retardation. With all these negative impressions in their mind some mothers 
resisted looking at and touching their child. However, due to hospital policy, mothers 
still had to participate in feeding. 
Before mothers were able to face their child, they would try not to let other people 
know that they had such a child. Therefore, while they were in the hospital, although 
they were extremely upset, they dared not cry in front of others but just pretended 
that nothing had happened to them. These findings are consistent with the study of 
Shek and Cheung (1990) which indicated that emotional discharge is not a dominant 
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coping strategy ofChinese individuals. As a result, no one in the ward, including the 
nurses, noticed that there was anything wrong with these mothers. 
Although these mothers were in a state of emotional turmoil, it appears that the 
support offered to them was minimal. The only coping resources available to some 
mothers was their husband's reassurance and support. According to these mothers, 
they were afraid that their husband would blame them for giving birth to an abnormal 
child. I f the husbands demonstrated their acceptance of the child and offered a few 
comforting words to the mothers, the mothers felt very relieved. As suggested by one 
mother, one comforting word from the husband was more effective than twenty 
words from other relatives and friends. However, quite a number of husbands were 
not able to accept their child at this stage. Under such circumstances, the mothers' 
only source of support was not available. 
Taking care of a child who was different from normal 
Another stressor commonly faced by mothers was having to take care of a child who 
was different from normal. During the period of hospitalization, most mothers were 
still in a deep emotional crisis. Therefore, they were unable to identify the differences 
between their child and those of the normal children. They even wondered i f the 
doctor had made any mistake in diagnosis. A few days after delivery, i f the child had 
no complications, mothers had to take their child home and therefore shoulder all the 
caring responsibilities of their child. 
Mothers at this stage had very limited knowledge about their child. They only knew 
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that their child was suspected of having Down syndrome and the diagnosis needed to 
be confirmed. The extent ofhandicap was also unknown. Their knowledge about the 
characteristics of children with Down syndrome and the ways to handle this kind of 
children were also limited. 
Aiter mothers had taken their child home, they began to discover their special needs. 
For instance, the child was usually very hypotonic and less active and mothers had to 
take special precautions while carrying the child. Besides, they felt less encouraged to 
interact with their child. Some mothers found their child to have feeding difficulties. 
As a result, mothers had to spend a lot more time in feeding routines. According to 
Beckman (1983), mothers whose child was less socially responsive and had more 
unusual caregiving demands reported more parent and family problems. Some 
children were unable to indicate their hunger which further caused the mothers to 
have a sense of incompetence and frustration (Steele, 1990). 
Children who had additional health problems, such as prematurity, cyanotic congenital 
heart disease or imperforated anus were kept in hospital. It might seem that these 
mothers were relieved from caring. However, this was not the fact. Even though 
mothers were “doing the month" at home, they still felt the obligation to visit their 
child in the hospital although little interaction was possible due to the needs of 
intensive care. Since no one took the initiative to report the child's progress to them 
and encourage them to interact with their child, these mothers would just stay for a 
while and leave. Their visit to the child seemed to indicate that they still had not 
abandoned their child. 
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Informing relatives about the child's problem 
The third stressor mothers had to cope with was informing their relatives about their 
child's problem. They worried that relatives would look down upon them and they 
would be the subject of gossip, indeed some in-laws accused the mothers of taking 
contraceptive pills thus causing congenital disability. Most husbands took up the role 
of informing relatives about the child's syndrome, easing some of the mothers' stress 
and embarrassment. 
Accepting a child who had congenital disability 
The greatest stressor mothers had to encounter at this stage was the acceptance of 
their child with a congenital disability. Before mothers were able to accept their child 
they had to go through the grieving process for the child they had anticipated (Steele, 
1990). At the beginning of the process, mothers tried to find explanations for the 
birth of a child with congenital disability. Mothers also tried to identify the cause of 
the syndrome. Although it was said that Down syndrome is caused by an extra copy 
of chromosome due to cytogenetic aberrations, the exact cause of the cytogenetic 
aberrations is unknown. Since the exact cause of the syndrome could not be 
identified，most mothers became engulfed in a web of uncertainty and self-doubt as 
mentioned by Weinhouse and Weinhouse (1994). They reviewed the medicine and 
possible inappropriate food they had taken during pregnancy. They also questioned if 
they had done anything wrong in the past to deserve such a child. 
Similar questions appeared in their mind repeatedly but with no definite answers. 
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Since they felt that no one could help them, the only thing they could do was cry. As 
stated by one mother, after the crying, the problem could not be solved and she still 
had to face the child. Nevertheless, the crying helped her to alleviate some of the 
stress. 
Their state of mind was like “a piece of darkness". As suggested by Steele (1990), 
these mothers' disbelief and disappointment fluctuated with periods of confusion and 
denial that made it difficult for them to appreciate their child. What was uppermost in 
the mothers' mind was that their child would be a burden to them for the rest of their 
life. At this stage, rearing the child was not the mothers' main concern. 
When mothers were in a state of emotional distress, they would seldom take their 
child out for fear of letting others see them. Most of the time was spent in isolation 
with their child at home. After routine care, the child was left alone to sleep and the 
mothers continued to deal with their own emotional distress. 
It was in this stage that most mothers thought of abandoning their child. When 
mothers had the idea of abandoning their child, they tried not to hold their child when 
the child was crying. When mothers were not ready to accept their child, it seems 
that they avoided emotional attachment to their child as well. This might be one of 
the reasons to explain why "attachment to the child" is not perceived as a source of 
stress to parents of disabled children in Beckman's (1991) study which compared 
parental perceptions of the effect of young children with and without disabilities. 
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For children who had been hospitalized for the first three to five months, the mother-
child relationship was even worse. When the child was discharged home, mothers 
had added stress (Williams, Elder & Griggs，1987). This was evidenced by one 
mother who battered her child when her child returned home after more than one 
year's hospitalization. 
Coping resources 
During this stage, mothers encountered quite a number of major stressors. However, 
their coping resources were very limited. Their major source of support was from 
their husband. The findings confirm the study of Fewell (1986) who reported that 
mothers of children with Down syndrome listed spouses as the most important of 
nineteen possible support persons. I f the husband did not accept the child then that 
resource was unavailable. Another coping resource available to these mothers was 
the support from the medical social workers. After the child's birth, mothers were 
referred to the medical social workers for application of the child's disability 
allowances and entrance to the of Early Education and Training Programme. 
Although mothers brought their child to attend follow up appointments in Maternal 
and Child Health Centres and Paediatric Outpatient Departments, they did not express 
their problems and concerns to the nurses, and therefore their needs were neglected. 
Coping strategies 
In this stage, mothers mainly employed an avoidance coping strategy. Since most of 
them were not ready to accept their child, they isolated themselves and their child at 
home for fear of letting others know that they had a child with Down syndrome. 
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They avoided talking too long with their friends over the phone and avoided joining 
their friends' social activities also for the same purpose. Besides, they avoided 
emotional attachment with their child for fear that the child would die at any time. 
These findings correspond partly with the study of Cheng and Tang (1993). 
In the Chinese Parental Coping Scale developed by the responses of Chinese parents 
of children with Down syndrome, Cheng and Tang (1993) identified four major 
coping styles namely: self-reliance, avoidance, appeal to supernatural power and 
seeking social support. Based on Lazarus and Folkman's (1984) typology of coping 
styles, Cheng and Tang (1993) further classified self-reliance, appeal to supernatural 
power and seeking social support as problem-focused coping and avoidance as 
emotion-focused coping. 
In this study, it is found that mothers in this stage mainly employed emotion-focused 
coping to regulate their emotional state. Avoidance and crying were the strategies 
they used to cope with the stressors they encountered. As regarding problem-focused 
coping strategies, mothers in this stage did not employ this strategy very much. It is 
possible that they felt under all circumstances they had to shoulder the burden of 
rearing a disabled child for the rest of their life and there was little they could do to 
change the condition. Therefore, self-reliance coping was not commonly used by 
most mothers. In order to hide the child's problem, mothers avoided telling others 
the child's conditions and isolated themselves at home. As a result, they did not 
know how and where to seek social support. This explained why seeking social 
support was another coping strategy not commonly used in this stage. Although 
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appealing to supernatural power and praying to ancestors are common ways of 
coping, especially among older Chinese individuals (Shek & Cheung, 1990)，no 
mother in this study mentioned about this coping strategy. However, a few mothers 
blamed their fate for having such a disabled child and two mothers who believed in 
God said that it was God's will. It is possible that mothers did not appeal to 
supernatural power because from the very beginning they knew that the syndrome 
was not curable. Besides, most of the mothers were in their thirties, they might 
perceive that appealing to supernatural power was not scientific and should only be 
done by the older generations. In another study of Cheng and Tang (1995), appealing 
to supernatural power is not a coping strategy commonly used. In conclusion, 
mothers in this stage were in a state ofhelplessness. Their coping strategies appeared 
to be emotion-focused instead of problem-focused. 
The second stage (from six months to two years old) 
When the child was about six months old, mothers could no longer isolate their child 
at home because they had to attend the Early Education and Training Programme. 
The training programme lasted till the child was about two years old. During this 
period, mothers had some exposure to people with similar situations. Through 
communication with other people, mothers noticed that their child's condition was 
not the worst compared to others. Together with support from professionals in the 
Early Education and Training Centre and other mothers in similar situations, these 
mothers started to accept their own child. In this stage, the specific stressors 
encountered by mothers differed to a certain extent from the first stage. These 
stressors included: meeting the child's special needs, handling the threat to marital 
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relationship and worrying about other people's acceptance ofthe child. 
Meeting the child's special needs 
The most prominent stressor encountered by mothers in this stage was to meet the 
child's special needs, especially attending the Early Education and Training 
Programme. The training programme included physiotherapy and occupational 
therapy. The schedule of each therapy was one session per week and forty-five to 
sixty minutes per session. Since most children were unable to walk, mothers had to 
carry their child to and from the training centres. In the training programme, mothers 
accompanied their child to learn gross motor skills and fine motor skills from the 
therapists. Afterwards, mothers took up the training role at home and trained their 
child with the skills taught in the programmes. 
The training process was time-consuming, boring and frustrating to the mothers. It 
took a long period of time to teach the child a very simple skill. Besides, the child 
would not always do as instructed. For mothers who had not accepted their child, 
they could not see the importance of the training and did not give it their full 
attention, thus affecting the progress of the child. In retum, the slow progress of the 
child further reduced the mothers' motivation and interest in the training role. This 
corresponds very much with the study by Crnic et al. (1983) who suggested that the 
relationships between mothers and their children are reciprocal and circular. Mothers 
who had accepted their child were eager to train their child so as to catch up with 
normal children. When their child failed to achieve their idealistic standard, they felt 
disappointed. 
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Besides attending the Early Education and Training Programme, mothers had to bring 
their child to attend follow up appointments in various clinics, such as paediatrics, 
cardiology, neurology, ophthalmology, and regular child assessment. Together with 
the day-to-day routine care of the child and other household duties, mothers were 
exhausted and had no time of their own. As indicated by Beckman (1983), the 
additional and unusual caregiving demands were strongly related to maternal distress. 
The situation was worse if the child was hospitalized. In this stage, i f the child had 
other congenital health problems, hospitalization was required for corrective 
surgeries, such as repair of atrioventricular canal, atrial-septal defects or ventricular-
septal defects and closure of colostomy. For children who had compromised immune 
systems (Steele, 1990), it was also the period of time when they had increased 
susceptibility to infections and required hospitalization. 
.z 
Once the child was hospitalized, mothers had to visit regularly. Most mothers said 
that they went to visit their child for two main purposes. The first purpose was to 
accompany their child because the child would cry vigorously without their presence. 
The second purpose was to keep an eye on the child to ensure that treatment 
procedures were carried out properly. They worried that i f they were not present, 
their child might peel off the dressings, pull the intravenous infusion tubing out of the 
vein or move their face around instead of inhaling the prescribed medicine. They said 
that nurses could not monitor all patients because they were very busy. It is possible 
that these mothers had observed other patients being neglected during their mothers' 
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absence, therefore, they spent a great deal of time at the hospital. They hoped that 
their presence would facilitate their child's early recovery. Some even stayed 
overnight with the child. As a result, other children in the family were neglected. 
These findings are consistent with those of Gowen et al. (1989) which suggested that 
mothers felt distressed because of fatigue, concerns over the child's survival, and guilt 
over neglecting the needs of other family members. 
Handling the threat to marital relationship 
The next stressor mothers had to face was the threat to their marital relationship. I f 
both mothers and fathers accepted their child at the same pace, they worked closely 
together for the child's benefit. Under such circumstances, the harmony of their 
marital relationship would be enhanced or at least remain unchanged. This 
corresponds with the study of Abbot and Meredith (1986) which suggested that the 
presence of a child with a disability brings the child's parents and the family as a 
whole closer together. 
However, mothers and fathers usually did not come to accept their child at the same 
pace. I f fathers were able to accept the child first, they would provide support and 
reassurance to the mothers. Besides they would share some of the child's caring 
responsibilities. Thus facilitating mothers to accept their child earlier. Although these 
fathers were quite supportive, most mothers thought that their marital relationship 
just remained the same. One of the possible explanations might be there were lots of 
arguments between the couples concerning the care of the child. 
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On the contrary, i f mothers had already accepted their child whereas fathers had not, 
then there were adverse effects on the marital relationship. During this transition 
period, even i f mothers had not accepted their child, they still had to carry out all the 
caring responsibilities. The findings confirm the results of Heaman's (1995) study 
which demonstrated that the majority of mothers coped by trying to keep feelings 
about the problem from interfering with other things. As for fathers, i f they had not 
accepted their child, they would show their indifference by refusing to participate in 
any caring responsibilities. As pointed out by Schilling et al. (1985), the extra burden 
of caring for handicapped children falls unequally on mothers even though they have 
outside jobs. Since caring for a child with special needs was not a simple job, without 
the husband sharing some of the responsibilities, mothers felt exhausted and 
discontented. These findings are consistent with those of Heaman (1995) which 
showed that more mothers than fathers cited feeling worn out in the care of their 
child. Ifhusbands were not ready to accept the child, they were also not interested to 
hear anything concerning the difficulties encountered in taking care of the child. In 
order not to quarrel with the husband repeatedly for the same reason, mothers tried to 
minimize their complaints. 
For fathers who did not want to rear their child at home, they frequently blamed the 
mother for not abandoning the child. The condition was even worse i f the disabled 
child was a boy. The main reason for the fathers' rejection was that their son was 
unable to help them to pass the family name. These findings are congruent with those 
found by Seligman and Darling (1989) which stated that fathers might be more 
distressed by a son with special needs. Frey et al. (1989) further suggested that 
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fathers might have more difficulty adjusting their expectations for their son. Fearing 
that the husband would abandon the family, mothers would present few problems to 
their husband. As a result, the marital relationship progressively deteriorated. 
There are discrepancies between this study and that o fVan Riper et al. (1992). Their 
study indicated no significant differences on measures of marital functioning between 
families of children with Down syndrome and families of nondisabled children. The 
discrepancies might be due to the differences in the selection of subjects. In their 
study, parents of children with Down syndrome between three to ten years of age 
were recruited. As suggested in this study, the most critical period when parents had 
marital discord was when the child was between six months to two years old. It is 
possible that they had missed the transition period when either one of the parents was 
still unable to accept the child which led to marital disharmony. 
It seems that fathers' acceptance of the child facilitated mothers to cope but not vice 
versa. These findings correspond with the studies ofBristol and Gallagher (1986) as 
well as Frey et al. (1989) which concluded that the father's most powerful influence 
on the child may operate indirectly by affecting the mother's ability to cope as well as 
her childcare attitudes and behaviours. 
Worrying about people's acceptance of the child 
The third stressors mothers had to encounter was other people's acceptance of the 
child. As the child grew up, mothers had to introduce their child to the relatives. 
According to the mothers, the older generations usually could not understand what 
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Down syndrome was despite their explanation and for convenience were referred to 
as “a bit retarded，，. Usually grandparents accepted their grandchild without much 
difficulties but some suspected the mothers to have taken some contraceptive pills. 
As for other relatives, i f they were affectionate towards the child and offered them 
some positive reinforcement, mothers felt very relieved and the relationships 
continued. I f the relatives were indifferent to the child, they would try to avoid 
having further contact. 
Mothers felt an obligation to tell their relatives about their child's problem but not 
their friends or neighbours. One third of the mothers had not taken the initiative to 
tell their friends because they felt that as their friends' child was normal, they would 
not understand or appreciate their stress. In addition, they found it difficult to start 
discussing the topic and worried that they would be used as a subject of gossip. 
Under such circumstance, they did not phone their friends or join their social 
gathering. Even i f their friends phone them, they tried to cut the conversation short 
so as not to give chance for discussion about their child. 
However, most mothers who had informed their friends said that the real situation 
was not as bad as they had imagined. On the contrary, their friends would provide 
some comforting words and help them to look for resources suitable for their child. 
The friends’ acceptance of the child enabled mothers to resume their former 
relationship with their friends and became another coping resource. 
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Regarding the public's acceptance, all mothers found it difficult to take their child out 
and to suffer people staring at them. Before mothers were able to accept the child 
themselves, they were embarrassed by public reaction. This corresponds with the 
results found by Cheng and Tang (1995) who suggested that parents avoid taking 
their children to public places to escape unfriendly stares and rejection. However, 
once mothers had accepted their child, they were more resilient. They believed that 
the child's syndrome was their misfortunate instead oftheir fault. 
Coping resources 
In this stage, mothers' coping resources mainly came from the support of 
professionals in the Early Education and Training Centres. In times of difficulties, 
mothers would consult professionals in the training centres. Other mothers who had 
children with similar conditions and were attending the same training centre would 
also provide valuable experiences. I f husband, friends and relatives accepted the 
child, mothers had further support, otherwise the coping resources were quite limited. 
Coping strategies 
At the beginning of this stage, mothers coped passively. Whether they had accepted 
their child or not, whether they liked it or not, they still had to shoulder a large part of 
the child's caring responsibilities, such as bringing the child to attend the Early 
Education and Training Programme, training the child basic developmental skills and 
bringing the child to attend regular follow up appointments in various clinics. I f their 
husbands had not accepted the child, mothers could only use self-reliance strategies to 
cope with all the stressors they encountered. I f the husbands were able to accept the 
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child, mothers could seek support from their husband. As time passed by, mothers 
became familiar with professionals in the Early Education and Training Centre and 
were able to seek help from them. These findings are consistent with those of 
Donovan (1988) who reported that mothers with adolescents who had a handicap still 
relied heavily on professional help for coping. With regard to the threat to marital 
relationship, mothers did not take an active role to solve the problem. Instead, they 
employed an avoidance coping strategies by trying not to bother their husband with 
the child's problem. Regarding the worry about other people's acceptance of the 
child, the coping strategies mothers used largely depended on how well they had 
accepted their child. I f mothers were able to accept their child, they did not mind 
introducing their child to their friends and letting strangers stare at their child. In 
addition, they were able to seek social and emotional support from their friends. For 
mothers who had not accepted their child, they still chose the avoidance coping 
strategy by isolating themselves and their child from the outer world. 
In this stage, mothers' coping strategies varied according to the type of stressors 
encountered and the extent of mothers' acceptance of the child. Among the four 
coping styles identified by Cheng and Tang (1993), the most commonly used 
strategies were self-reliance, seeking social support and avoidance. However, 
mothers still had not employed the strategies of appealing to supernatural power. It 
seemed that problem-focused coping had been added to the pure emotion-focused 
coping of the first stage. 
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The third stage (from two to six years old) 
Starting from two years old, children with Down syndrome were admitted either to 
the Integrated Child Care Centre or the Special Child Care Centre. Integrated Child 
Care Centres admit normal children and children with mild grade mental retardation 
whereas Special Child Care Centre admit children with moderate grade mental 
retardation or physical disabilities. These child care centres are actually pre-school 
centres where children can stay four to six hours giving mothers some free time. It 
was also in this stage, some fathers discovered that their child was able to make some 
progress and was not as handicapped as they had imagined. Fathers who were 
previously indifferent to their child now started to accept them and participate in 
some of the caring responsibilities. This corresponds with what Cullen, MacLeod, 
Williams and Williams (1991) have suggested, as the child ages, parental grieving may 
be partly resolved and acceptance is more likely to take place. As a result, mothers 
were less exhausted. Their sources of stress changed and resulted from meeting the 
child's need for assistance in performing activities of daily living and handling 
complaints made by teachers regarding the child's problem behaviours. 
Meeting the child's high level of assistance in performing activities of daily 
living 
In this stage, the mothers' main stressor was the high level of assistance required by 
their child on activities of daily living, such as walking, feeding and toileting. At the 
beginning of this stage, mothers had already realized that their child had delayed 
motor development. Rationally they realized that their child needed more assistance 
and training in performing activities of daily living. However, the need for assistance 
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often extended beyond the usual time periods for normal child development (Cameron 
& Robert, 1989), causing the mothers to feel frustrated. 
Physically, mothers felt quite exhausted from having to carry their child of four to five 
years old but who still refused to walk. Further, the child soiled everywhere during 
feeding and was incontinent, adding more physical work in addition to their usual 
household chores. 
Psychologically, mothers felt incompetent because their child was still unable to 
achieve the developmental milestones. Since the child was slower than others in 
every aspect of development, mothers worried about their own ability to look after 
the child (Harris & McHale, 1989) and care of the child in the future. As 
demonstrated by Heaman (1995), the child's future was the predominant concem of 
parents. 
Socially, mothers felt embarrassed in front of their friends because of their child's 
clumsiness. When their child was compared to those of their friends, they would even 
have a sense of inferiority. In order to reduce the differences between their child and 
other normal children, sometimes mothers would lie about their child's age and 
limited their social outings. 
Handling complaints made by teachers regarding the child's problem behaviors 
Another stressor mentioned by mothers was handling teachers' complaints regarding 
the child's problem behaviours. According to the teachers' complaints, behavioural 
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problems included biting or beating other classmates, pulling the hair ofother children 
and singing aloud in the classroom. Mothers felt unhappy about their child's 
behaviours. A few mothers thought that their child was just a scapegoat because their 
child might be attacked by other children unseen by the teachers. However, they felt 
that it was useless to explain to the teachers because their child was unable to tell the 
whole story. Although their child had equal right with other normal children, they 
preferred to ignore what they perceived as insults. 
Others 
For mothers who did not cope well in stage one or two, they still had to face those 
old stressors while they were in this stage. For example, to accept their child; to let 
others know that they have such a child; to train their child in developmental skills not 
already acquired and to deal with the threat to their marital relationship. For children 
who had other health problems, attending regular follow up appointments caused 
stress. The accumulating stresses caused exhaustion. 
Coping resources 
Mothers' coping resources in this stage were quite similar to those of stage two. In 
addition, most mothers started to take the initiative in looking for information and 
services beneficial to them and their child. Having sought help from social resources, 
mothers came into contact with a lot more people which increased their social support 
network. For mothers who preferred to isolate themselves as far as possible, their 
coping resources were still very limited. 
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Coping strategies 
In this stage, mothers still employed avoidance coping to a certain extent. This is 
evident by their limitation of social outings and withholding confrontation with 
teachers though they believed that their child was a scapegoat. In addition to the 
continue self-reliance oflooking after the child, most mothers were able to seek social 
support from the community and from other mothers of similar situations. Their 
coping strategies gradually became a combination of emotion-focused coping and 
problem-focused coping. For mothers who were not able to accept their child, they 
still relied on avoidance coping strategies to a large extent. As suggested by Frey et 
al. (1989)，frequent use of avoidance coping is consistently linked to increased 
parental distress. When these mothers were too stress, it is less likely that they would 
seek social support from other sources. 
According to Lazarus and Folkman (1984), the stress an individual experiences is not 
a simple function of the number of demands placed on that individual. I f a person's 
resources are adequate to meet those demands, the individual can successfully adapt 
even i f the demands are considerable. In this study, it seems that mothers who had 
limited coping resources were less likely to accept their child. Since they could not 
accept their child, they tended to use avoidance coping to hide their child. Thus 
restricting them from seeking social support from various sources. As a result, their 
coping resources were further limited and they were coping less effectively. The 
cause and effect seemed to influence each other. 
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Summary 
The presence of a child with Down syndrome represents a significant ongoing stressor 
to mothers. As suggested by nearly all mothers, their most difficult period was from 
the child's birth to the time before their child entered the pre-school centre. The 
types of stressors mothers had to encounter changed over time. In order to alert 
nurses to look for these stressors and offer appropriate support at each stage, the 
stressors encountered by mothers in each stage are summarized as follows: 
Stage 1 Stage 2 Stage 3 
1. facing a child who 1 • meeting the child's 1. meeting the child's 
was completely special needs high level of 
different f r o m 、 assistance in 
expectation 2. facing the threat to performing 
marital relationship activities of daily 
2. taking care of a living 
child who was 3. worrying about 
different from => people's acceptance => 2. handling 
normal of the child complaints made by 
teachers regarding 
3. informing relatives the child's problem 
about the child's behaviours 
problem 
3. others: stressors 
4. accepting a child which had not been 
who had congenital resolved in the 
disability previous stages 
Figure 1 Diagrammatic representation of the stages and the stressors encountered 
Starting from the child's birth, mothers had to face a child who was completely 
different from their expectation. Stressors were a result of taking care of a child who 
was different from normal; informing relatives about the child's problem; and 
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accepting a child who had congenital disability. Except the support from their 
husband, mothers' coping resources were very minimal. Their coping were emotion-
focused and the most frequently used coping strategy was avoidance. 
When the child was six months to two years old, mothers' stressors changed and were 
a result of meeting the child's special needs; facing the threat to marital relationship 
and worrying about people's acceptance of the child. Mothers' main coping 
resources were from professionals in the Early Education and Training Centre. 
Mothers who had accepted their child were able to gain support from their relatives 
and friends which facilitated them to further accept their child. For mothers who 
were unable to accept their child, the coping resources remained minimal. The coping 
strategies they used depended on the stressors they encountered and how well they 
had accepted their child. In addition to emotion-focused coping, mothers started to 
use some problem-focused coping. The coping strategies commonly used were self-
reliance, seeking social support and avoidance. 
As the child reached two to six years old, the stressors encountered by mothers 
resulting from meeting the child's high level of assistance in performing activities of 
daily living and handling complaints made by teachers regarding the child's problem 
behaviours. I f mothers did not resolve the stressors in the previous stages, those 
stressors accumulated. Mothers' coping resources were quite similar to stage two. 
Mothers who coped effectively were able to take the initiative in reaching for more 
community resources. Their coping were both emotion-focused and problem-
focused. Strategies used included avoidance, self-reliance and seeking social support. 
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For mothers who still had not accepted their child, the dominant avoidance coping 
strategy remained unchanged. 
One point in common was that mothers did not specifically mention the support 
health care professionals had provided for them in all three stages. It seemed that 
health care professionals were not participating enough in supporting mothers to cope 
with the rearing of a child with Down syndrome. 
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CHAPTER 6 
EVIPLICATIONS FOR NURSING PRACTICE 
LEVIITATIONS OF THE STUDY 
RECOMMENDATIONS FOR FURTHER RESEARCH 
CONCLUSIONS 
Implications for nursing practice 
Introduction 
From the interview data, it is found that nurses are rarely involved in supporting 
mothers to cope with the birth and rearing of a child with Down syndrome, although 
they were the professionals who had the most frequent contact with these mothers 
and their child in the postnatal wards, neonatal units and Maternal and Child Health 
Centres. Therefore nurses should take up a great responsibility for supporting 
mothers in coping with the crisis of giving birth and parenting a child with special 
needs. Findings have implications for improving nursing education and providing 
foundation for further research so as to guide nursing practice in the caring of 
mothers with this group of children. 
In order to facilitate mothers to cope with their special child, nurses should take the 
opportunity to enhance the mothers' coping resources in the aspects of social 
networks and utilitarian resources. Besides, nurses could also introduce mothers to 
some possible coping strategies which had been successfully employed by other 
mothers. 
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A planned programme of nursing practice drawing on evidence from this study could 
include the following areas: 
In the postnatal ward 
Mothers are often left alone to deal with a series of emotional reactions like disbelief, 
denial and emotional upset. This is the time when nurses could acknowledge the 
mothers' surprise, denial and disappointment and encourage them to express their 
emotions, and verbalize their fears and worries so as to clarify their 
misunderstandings. Usually mothers have a knowledge deficit regarding the 
syndrome and relate it to mental illness. Giving them some brief information about 
the syndrome and complications may reduce their anxiety. Introducing mothers to 
others who have successfully undergone this experiences provides an empathetic 
listener and may reduce stress. 
When the mothers are ready to see their newborn, nurses could hold the baby and let 
the mothers look at their newborn. Mothers are very concerned about people's 
attitude towards their child. At this time, nurses could show their care towards the 
baby to facilitate mothers' acceptance. I f the mothers show interest in their newborn, 
they should be encouraged to touch and interact with their baby. Nurses could 
mention a few of the child's characteristic features to the mothers but emphasize the 
normality ofthe child. A trusting and empathetic relationship could help the mothers 
to get beyond their initial grief and learn to cope with their newborn (Steele, 1990). 
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I f the baby has to stay in hospital because of complicated health problems, 
acknowledging the mothers' worries, encouraging them to visit their newborn and 
assuring them that the baby will be carefully looked after would reduce stress. I f the 
baby is discharged as well, assess the mothers' ability to take care of their special 
child at home. At this time, mothers should be informed of some of the child's 
anticipated problems, such as hypotonia, less responsiveness or feeding difficulties， 
and ways to handle these problems. It is important to let mothers know who to 
approach in times of difficulties and where they might get help. Mothers should not 
be left to feel that they are the only person to face this heavy burden. 
During the whole process, husbands are usually the main supporters ofthese mothers, 
therefore, the husbands' emotions and concerns should not be neglected and husbands 
should be included in all information received and decision making procedures when 
possible. 
In the neonatal unit 
At this time, nurses should take the initiative to explain to the mothers about the 
baby's present treatment and progress. I f possible, help the mothers to hold and feed 
their baby to enhance mother-child bonding and respect mothers suggestions about 
care. 
In the Maternal and Child Health Centre or Paediatric Outpatient Department 
After discharge from the hospital, children with Down syndrome are followed up in 
the Maternal and Child Health Centre or Paediatric Outpatient Department. During 
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the follow up appointments, nurses can continue to provide support. Besides 
assessing the child's growth and development, nurses could provide information to 
the mothers regarding the child's progress on intellectual, emotional and social 
development as well as the child's learning and recreational needs. 
Nurses should also enquire about the difficulties mothers have encountered in relation 
to parenting. Sufficient time should be allowed for the mothers to express their 
difficulties and emotions and to work out possible solutions together. References 
could be made to some coping strategies which have been successfully employed by 
other mothers. 
One point to remember is that, whether or not mothers have accepted their child, they 
are still concerned very much about people's attitude towards them and their child. 
Therefore, nurses should always try to avoid doing things which could cause the 
mothers to feel that they are being discriminated against. 
Summary 
In all areas of work and whenever nurses come in contact with children who have 
special learning needs, they should take the opportunity to demonstrate positive 
attitudes towards them. Nurses working in the community should play a significant 
role in educating the public, especially demonstrating to the public that people with 
mental retardation are not “infectious，，and they seldom have violent behaviour and 
are not to be feared or spurned. Nurse educators should highlight the special needs of 
this group of people in teaching their nursing students in order to provide more 
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relevant care to them. I f the child and family are to be integrated in the community, 
nurses have a key role in hospital and community settings and in all the interactions 
with families and their children. 
Limitations of the study 
There are a number of limitations in this study. Firstly, the study is based on one 
single interview by asking informants to recall things in details retrospectively from 
their child's birth to the time they were interviewed. A few informants found it 
difficult to recall all the events, especially those unhappy events which they might 
have tried to forget. A longitudinal study involving interviews over time may have 
assisted recall and reduced threats to validity. Besides, a longitudinal study can 
provide a more comprehensive picture of the change of mothers' stress over time. 
Secondly, one data collection method, semi-structured interview, was employed in 
this study. It is possible that informants did not express the real situation fully. In 
order to gain a more holistic view of the real situation and to validate the information 
collected, other data collection methods, such as observation could have been 
included. The observation could focus on interactions between mothers and their 
child. Other family members' attitude towards the child and mothers' interactions 
with other family members would also enhance the richness and validity of the data. 
Thirdly, all data were derived from the mother's perceptions of how they and their 
family members viewed the situation. This could lead to a biased view of the issues. 
Information collected from other family members, such as the husband and siblings, is 
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more likely to represent what is really perceived by this group ofpeople and increase 
the validity of the reasons for the stressors. 
Fourthly, two thirds ofthe informants were recruited from one charitable organization 
through mail. These informants joined the organization on a voluntary basis. Since 
they were able to seek help from various sources, their level of stress might have been 
reduced to a certain extent. It is possible that the most stressful mothers chose not to 
reply the letter or had not joined the charitable organization and was not included in 
the study. I f informants are recruited from various sources and through face-to-face 
invitation, different points of view may be included. 
Fifthly, the study was conducted in various settings. It was found that informants 
who were interviewed in various centres other than their home tried to control their 
emotions. As a result, a few informants tried not to talk too much about their 
unhappy past events in order to avoid outbursts of emotions. I f all interviews had 
been conducted at the informants' home, the informants need not worry too much 
about showing their emotions and may be more willing to express themselves freely. 
Lastly, the profession of the researcher made her less able to gain detail information 
regarding mothers' discontent with the health care professionals. However, the 
researcher have no intention of concealing her profession because it would be 
unethical and would be difficult to establish a trusting relationship with the 
informants. 
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Recommendations for further research 
There are very limited studies using a holistic approach to investigate parental coping 
in relation to specific stressors encountered in parenting a child with congenital 
disabilities, especially mental handicap. It is hoped that this study will stimulate 
further research on this area. 
Phenomena can change over time, especially stress. In order to identify these subtle 
changes regarding mothers' stressors, coping resources and coping strategies over 
time, a longitudinal study to investigate changes over time, especially over the three 
stages is recommended. 
In order to provide a more comprehensive picture of the issues under study, an 
ethnographic approach combining with observation, interview and critical incident 
could be used. Besides, recruiting larger sample size and from various sources could 
avoid a biased view of the issues. Since fathers are the main supporters of mothers 
and the most prominent figures in influencing mothers' acceptance of the child, their 
perception of the issues should not be neglected. 
To help families with a child with mental handicap to cope with the acceptance of the 
public, it would be very helpful to investigate the public's view towards people with 
mental handicap and their family members. For instance, their knowledge, fear and 
myth about mental handicap. 
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From the study results, it is discovered that nurses were rarely involved in helping 
mothers to cope with their child with mental handicap. It would be interesting to find 
out the reasons. In addition, nurses' perceptions of the needs of these mothers could 
be investigated and then compared with the support they had provided to them. I f 
there are discrepancies, the underlying causes should be explored so as to improve 
clinical practice. 
Conclusions 
The birth of a child with Down syndrome is experienced as a shattering event to the 
parents. However, the main focuses of present services are aimed at assessing and 
enhancing the devdopment of the child with Down syndrome. There is little concem 
about how parents cope in relation to the birth and rearing of such a child. The 
present study explored the experiences of mothers of parenting a child. It also 
identified the specific stressors mothers encountered, the coping resources available 
to them and the coping strategies they employed in raising a child with special needs. 
The findings of the study indicated that the stressors mothers encountered in 
parenting a child with Down syndrome changed over time. The changes are classified 
into three stages according to the child's age. The first stage is defined as from birth 
to six months old whereas the second stage started from six months to two years old 
and the third stage from two to six years old. 
In the first stage, the stressors mothers encountered were: facing a child who was 
completely different from expectation, taking care of a child who was different from 
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normal, informing relatives about their child's syndrome and accepting a child who 
had congenital disability. Mothers' coping resources were very limited. Usually their 
husband was the only one who could provide support to them. Their coping were 
emotion-focused and they relied very much on avoidance coping strategy. In the 
second stage, the stressors mothers had to face were: meeting the child's special 
needs, handling the threat to marital relationship and worrying about other people's 
acceptance of the child. Mothers' main source of support was from professionals in 
the Early Education and Training Centre. I f mothers had accepted their child, they 
were able to gain support from relatives and friends which further facilitated them to 
cope better. The coping strategies mothers employed largely depended on the 
stressors they encountered and how well they had accepted their child. In addition to 
emotion-focused coping, mothers started to use some problem-focused coping. The 
commonly used coping strategies were self-reliance, seeking social support and 
avoidance. In the third stage, the stressors commonly encountered were: meeting the 
child's high level of assistance in performing activities of daily living and handling 
complaints made by teachers regarding the child's problem behaviours. I f the 
stressors encountered in the previous two stages had not been resolved, mothers had 
to cope with them in addition to the new stressors. Mothers' coping resources were 
similar to those in the second stage. Mothers who coped effectively were able to take 
the initiative in looking for information and services from the community. Both 
emotion-focused and problem-focused coping were employed in this stage. 
Strategies frequently used were avoidance, self-reliance and seeking social support. 
For mothers who were unable to accept their child, their coping resources remained 
minimal and avoidance remained the dominant coping strategy. 
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Since nurses were rarely involved in supporting mothers to cope with the birth and 
rearing of a child with Down syndrome, it is hope that the present study could give 
directions to nursing practice by enhancing mothers' coping resources in the aspects 
of social networks and utilitarian resources so as to alleviate mothers' stress and 
enhance their coping. Findings also have implications for providing foundations for 
further research and improving nursing education so as to further guide nursing 
practice in the care of mothers with a child with special needs. 
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Questions to be included in the interview 
1. When did you first noticed that 'Name of the child with Down syndrome，is 
having Down syndrome? 
2. Who told you about this? 
3. How it was told? / In what way was it told? 
4. How did you feel at that moment? 
5. What are the problems that disturb you most after the birth of 'Name of the 
child，？ 
6. How do you deal with the above difficulties? 
7. Are there anything special in taking care of 'Name of the child，？ 
8. Does parenting 'Name of the child，have any impact on you? 
9. In what aspects does it affect you? 
10. Does the fact ofhaving 'Name of the child，affect your husband and other 
children? 
11. In what aspects does it affect them? 
12. Does the fact ofhaving 'Name of the child，affect your relationship with your 
relatives? 
13. In what aspects does it affect? 
14. Does the fact ofhaving 'Name of the child' affect your relationship with your 
friends? 
15. In what aspects does it affect? 
16. How do you feel about the public's attitude towards people with mental 
handicap? 
17. Does the public's attitude towards mentally handicapped people have any effect 
on you? 
18. In what aspects does it affect you? 
19. How do you deal with the above problems? 
20. Is there anyone you can rely on to help you deal with the above problems? 
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DEMOGRAPHIC AND BIOGRAPHIC DATA FORM 




2. Age: years months 
3. Total no. of siblings: 
Sex Age 
1 
2 Z ] Z Z ^ Z z z z z z z 
3 Z I Z Z Z Z Z Z Z Z Z I 
4 、 I Z Z Z Z I 
4. Birth order of the child: 
• The only child 
• The first child 
• The middle child 
• The last child 
5. Time when the child was diagnosed 
• Before birth 
• Shortly after birth 
• Some time after birth. Please specify: . 
6. Primary caregiver of the child: 
• Mother 
• Other. Please specify: . 
7. Child Care Centre attended: 
• Integrated Child Care Centre 
• Special Child Care Centre 
• None 
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8. Has the child suffered from any of the following problems? 
• Congenital heart disease 
• Respiratory infections, e.g. running nose, dry cough, pneumonia 
• Disease of the ear, e.g. otitis media 
• Hypothyroidism 
• Gastrointestinal anomalies, e.g. oesophageal atresia, duodenal obstruction, 
Hirschprung disease, imperforated anus 
• Disease ofthe eye, e.g. long-sightedness, short-sightedness, 
strabismus, nystagmus, cataracts 
• Feeding difficulties 
• Extra digits 
口 Other Please specify: 
9. Has the child ever been admitted to hospital? 
• Yes. How long? 
• No. 
b) Demographic data of the mother: 
1. Age group: 
• Below21 
• 2 1 - 3 0 
• 3 1 - 4 0 
• Above 40 








• No formal education 
• Primary 6 or less 
• Secondary Form 1-3 
• Secondary Form 4-7 
• Tertiary education 
4. Employment status: 
• Full time 
• Part time 
• Unemployed (Housewife) 
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I am a registered nurse currently undertaking the Master of Philosophy in Nursing 
Programme in The Chinese University of Hong Kong. My research supervisor is 
Professor Ann Mackenzie, Department ofNursing, The Chinese University of Hong 
Kong. 
The area of my research interest is the study of mothers' experiences of parenting a 
child with Down syndrome. I am now conducting a research study to examine the 
difficulties encountered by mothers in parenting a child with Down syndrome. It is 
hoped that the study could give direction in planning and improving services so as to 
help mothers in alleviating some of their stressors and cope with their stress. You are 
now cordially invited to participate in this study. 
The study will be conducted in the form of interview. The interview will take about 
one hour and audio tape-record will be required for data analysis. All the information 
obtained will be kept strictly confidential and no names of people or institutes will be 
identified. The tapes will also be destroyed upon completion of the study. 
Further questions concerning this study can be directed to Miss L A M L A I WAH, 
Department of Nursing, The Chinese University of Hong Kong. My contact 
telephone no. is 75757552. 
Consent to participate: 
I (Name) of 
(Address) 
have had the above study explained to me and any questions I have asked have been 
answered to my satisfaction. I agree to participate in this study and realize that I may 
withdraw at any time without prejudice. 
Participant Date 
Investigator Date 
Thank you very much for agreeing to participate in this study. 
Lam Lai Wah, 
M. Phil, student, 
Department of nursing. 
















- 電話 ，已獲上述硏究之解釋，本人所提出之問題，亦已 
得到滿意答覆，本人願意參加此項硏究並明瞭到本人可以隨時退出此硏 
究。 
~~參加者簽署~~" ~ ~ O T 







APPLICATION LETTER FOR GAINEVG ACCESS TO mFORMANTS 
6.6.1996 
Address of the association 
Dear Miss X, 
I am a registered nurse currently undertaking the Master of Philosophy in Nursing 
Programme in The Chinese University of Hong Kong. The area of my research 
interest is the study of mother's experiences of parenting a child with Down 
syndrome. My research supervisor is Professor Ann Mackenzie, Department of 
Nursing, The Chinese University ofHong Kong. 
I am writing to seek your approval for carrying out the study in your association. 
The aim of my research study is to explore mothers' experiences of parenting a child 
with Down syndrome. 
The objectives of the study are: 
1. to explore mothers' positive and negative experiences of parenting a child with 
Down syndrome. 
2. to identify the specific sources of stress (stressors) experienced by mothers of 
children with Down syndrome. 
3. to examine the ways in which the mentioned stressors induce stress on the 
mothers. 
4. to identify the coping strategies utilised by these mothers to cope with the 
mentioned stressors. 
5. to explore the reasons why mothers utilize the identified coping strategies. 
6. to identify some effective coping strategies employed by mothers in dealing with 
certain stressors 
Since health care professionals (especially nurses) have lots of chances to come in 
contact with mothers of children with Down syndrome, such as in the Labour Ward 
(where the child is born), in the Neonatal Unit (where the child receives immediate 
care and treatment after birth), in the Matemal and Child Health Centre as well as in 
the Paediatric Outpatient Department (where the child attends his long term follow 
up) and in the Paediatric Wards (where the child is hospitalized for certain illnesses); 
it is hoped that the study could help them understand the kind of stressors faced by 
these mothers, how the mentioned stressors induced stress on them and how they 
cope with their stress. 
The ultimate goal of this study is to make suggestions to health care professionals for 
improving their services by correctly assessing and ameliorating the problems faced by 
mothers of children with Down syndrome. 
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My target group wil l be mothers who have a child diagnosed with Down syndrome of 
between two to six years old and who are able to communicate in Cantonese. 
Participation ofthe mothers are on voluntary basis. The estimated sample size will be 
20. The time schedule for conducting the study will be from June to October, 1996. 
The study will be conducted in Cantonese in the form of audio tape-recorded 
interview. The interview will take about one hour. However, i f on request by the 
mothers, the interview could be stopped at any time. 
Ail the information obtained will be kept strictly confidential and no names of people 
or associations will be identified. 
A copy of the consent form and the questions to be covered in the interview is 
enclosed for your reference. Further questions concerning this study can be directed 
to Miss L A M L A I WAH, Department of Nursing, The Chinese University of Hong 
Kong. My contact telephone no. is 75757552. 
A copy of the summary of the research report will be sent to your association and 
every participant after the completion of the study. 
Your kind approval for carrying the study in your association would be of vital 
importance to me and those families who need help. 
Looking forward to hearing your reply soon. 
Lam Lai Wah, 
M. Phil, student, 
Department of nursing, 
The Chinese University ofHong Kong. 
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mVITATION LETTER TO PARENTS 
Dear parents, 
How do you do? I am an experienced registered nurse currently undertaking the 
Master of Philosophy in Nursing Programme in The Chinese University of Hong 
Kong. I am now conducting a research study to explore the difficulties encountered 
by mothers in parenting a child with Down syndrome. It is hoped that the study could 
help health care professionals to have a more in-depth understanding of these families 
so as to provide the appropriate help and support required. 
The study will be conducted in the form of interview. The interview will take about 
one hour and audio tape-record will be required for data analysis. Upon completion of 
the study, the tapes will be destroyed. All the information obtained will be kept 
strictly confidential and no names of participants or institutes will be identified. A 
copy of the summary of the research report will be sent to each participant upon the 
completion of the study. Further questions concerning this study can be directed to 
Miss L A M L A I WAH. My contact telephone no. is 75757552. 
s 
You are now cordially invited to participate in this study. Your participation will be 
of vital importance to the families concerned. The success of this study largely 
depends on your invaluable help. Thank you very much. 
Yours sincerely, 
Lam Lai Wah, 
M. Phil, student, 
Department of nursing, 
The Chinese University ofHong Kong. 
Reply Slip 
I CName) of 
(Address) (Telephone No.) 
agree / disagree to participate in this study and realize that I may withdraw at any 





SAMPLE mTERVTEW SCRBPT 
Key: 
I : Interviewer 
R: Respondent 
6 11 Mrs. Lam, what is your son's name? 
6 R1 Lam Chu Chu. 
6 12 Lam Chu Chu. Is he three years old? 
6 R2 Yes. 
6 13 Mm .... Eh .... In comparing with other children, what do you think are 
the differences in taking care of Chu Chu? 
6 R3 A lot of differences! When he was a newborn, he drank milk slower than 
other babies. His feeding was not so good. Even though I did not feed 
him, he would not cry. He would not make any trouble. It is possible 
that I do not feed him. 
6 14 Oh! He did not realize that he was hungry. 
6 R4 No, he did not know how to show that he was hungry [laughter] and 
wanted to be fed. He did not know it. Other children, like his elder 
sisters, were different. They cried once they were hungry. They also 
cried after they had passed urine or faeces. But he did not cry. He was 
very quiet. People from outside did not notice that I had a baby at home. 
It is because he did not cry and he did not make any trouble. When he 
was newly born, do you know how much time it took me in feeding him 
with one and a half ounces of milk? It took me more than one hour. Eh 
....the feeding lasted till the beginning of the next meal. Therefore .... eh 
. . . . I was very annoyed at that time. I had to feed him nearly all the time. 
When this meal had just finished, it was time for the next. I could not 
stand not to feed him. Actually it is possible for me not to feed him 
because he would not make any noise. I f I did not feed him, he would be 
starved to death. I could not do this to him. I continued to feed him but I 
felt very annoyed. Mm .... When he was six months old, he had to attend 
the early training programme. That programme included occupational 
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therapy and physiotherapy. He also had to attend follow ups (for his 
physical problems). This caused me to be very exhausted and very 
labourious. Another thing is that he has problem with his breathing. My 
son has problem with his breathing. Once he has cough and fever, it ends 
up in pneumonia and dyspnoea. Then .... eh .... he has to be admitted to 
hospital. Once he is admitted, I am labourious. I have to take care of my 
home and I have to go to the hospital to visit him. I f I do not go to visit 
him, I cannot set my mind at ease. Although there are nurses in the 
hospital, they cannot monitor so many patients. You know that there are 
many patients in the hospital. It would be better for the mothers to take 
care of their own child. Like inhalation therapy, .... eh .... the nurses just 
put the mask over the child's face. I f I am not staying there, and once he 
moves around, he won't be able to inhale the medication. I f I hold it for 
him, he would be able to inhale the medication properly and he would 
recover earlier. Then he could be discharged earlier. I go to the hospital 
to accompany him mainly for this purpose. Mm .... Now he still has to 
inhale those medications to prevent asthma, once every four hours and 
four times per day. 
6 15 Hmmm .... Besides asthma, does he have any other problem? 
6 R5 Eh .... one ofhis kidneys is very small. It is lucky that he has no problem 
with his heart. 
6 16 Hmmm . •.. Then what are the other difficulties in taking care of him 
besides poor feeding? 
6 R6 He eats very slowly. Eh .... the most difFicult time is when he is ill. That 
means I have to work very hard. Mm .... The most difficult task was 
feeding. Eh .... I gave him the teat. He sucked twice and then he released 
it. I have to be very patient. This is the most difficult aspect in taking 
care ofhim. 
6 17 Hmmm .... You have to worry about your family while you were 
accompanying him in the hospital. Is that right? 
6 R7 Yes. He is not the only one I have to take care of. I have to prepare 
meals for his three elder sisters. They have to go to school. The most 
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difficult period was when he was a baby. Eh .... when he grows a little bit 
up, like at present, he has to go to the .... eh .... eh .... the X X Pre-school 
Centre. Mm .... It is better. Eh .... I can have a few hours to relax. The 
most difficult time was when he was a baby. 
6 18 Hmmm .... Did he enter the pre-school centre at the age of two? 
6 R8 Eh .... he was over two. When he was exactly two, there was no place in 
that centre. The place was only available when he was over two. 
6 19 Hmmm. Eh .... before that, had he been admitted to the Early Education 
and Training Centre? 
6 R9 M m .... As for the Early Education and Training Centre, he went there 
once a week. I brought him there once a week. Eh .... one hour each 
time. Mm .... Occupational therapy was once a week, and physiotherapy 
was also once a week. One session of occupational therapy lasted for 
forty-five minutes. Physiotherapy was one hour. 
6 110 Hmmm .... You must be very exhausted. 
6 R10 Yes. The most exhausted period was from his infancy to the time before 
. . . .eh .... he entered the pre-school centre. It was the most difficult 
period. 
6 111 M m .... When did you first notice that he has Down syndrome? 
6 R l l M m .... He was bom in the X X Hospital. That day was Sunday. When 
he was bom, he was not seen by any doctors, I mean the paediatricians. 
Therefore it was not known. Eh .... on Monday, I was asked to call my 
husband to go to the hospital. It was said that the doctor wanted to talk 
to my husband about the baby. I asked what the matter was. The nurse 
said that my husband would be told at the appointed time. My husband 
was asked to go after nine o'clock in the morning. Mm .... It was 
Tuesday. That means I was informed on Tuesday. On Tuesday, eh .... 
the doctor said that it was suspected that my son had Down syndrome but 
it had not yet been confirmed. He said that he would write a letter to me 
and refer me to the Genetic Counselling Clinic in the X X Hospital for 
blood checking. The blood result would confirm whether it was true or 
not. At that time, he did not use the term Down syndrome. He told me 
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that it was "Mongolism, Mongolism"? I did not know what Mongolism 
was. I really did not know. Eh .... I did not understand. I asked the 
doctor what Mongolism was like, what kind of disease it was and whether 
it was curable or not. Mm .... mm .... he said that it was not curable and 
the baby would be slower than others in intelligence. Just like that. I 
could not identify the syndrome from the baby's appearance. Eh .... I did 
not know how to identify the syndrome. Every baby seems weak and 
feeble. Just like a lump of flour. At last, when I was discharged from the 
hospital, the doctor gave me the referral. I queued for the Genetic 
Counselling appointment which was given half a year later. After 
discharge, I had to bring him to the Maternal and Child Health Centre to 
clean the umbilicus. Mm .... eh .... those nurses were able to identify that 
my baby had Down syndrome. One of the nurses asked i f I had noticed 
that my son had some problems. I said that the doctor had mentioned 
about that, though it was not yet confirmed. It was to wait to be 
confirmed by the blood checking result. Finally it was confirmed by the 
blood result in the X X Hospital. In short, he was born on Sunday and I 
was notified (about my son's diagnosis) on Tuesday. I did not know it 
immediately after my son's birth. 
6 112 Hmmm .... The doctor said that it was suspected that .... and it needed to 
be confirmed. Besides these .... 
6 R12 It was suspected that my son had Mongolism. Ah .... It was necessary to 
go to the Genetic Counselling Clinic to check clearly so as to confirm the 
diagnosis. 
6 113 Besides talking about these, did he mention any other things? 
6 R13 Eh .... I did not know what the doctor had told my husband about. My 
husband came back and told me that the baby was suspected to have 
Mongolism. My husband did not understand. He did not know what is 
called Mongolism either. At last, I rang my father .... eh .... and told him 
that my son had Mongolism. Mm .... my father said that Mongolism was 
some sorts of Down syndrome. He might have read that in the 
newspapers. He always reads newspapers. The doctor said that he would 
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be more retarded than other people when he grows up. Eh .... i f I would 
expect him to be a doctor or a technician, it would be quite impossible. 
Anyway he could earn his living, e.g. he could do some cleansingjobs. 
6 114 Mm .... Did you ask your father? 
6 R14 Yes. Eh .... but concerning what my son would be, the paediatrician said 
that i f I expected him to be very outstanding or to earn a lot of money, it 
would be quite impossible. He could earn his living. He would be able to 
work and look after himself. The thing was that he learned slower than 
others and was more retarded than others. I asked him i f the ability of 
ordinary people was ten marks, how many marks could my son score? 
He said that it would be six to seven. I asked him in this way. I did not 
know how retarded my son would be. At that time, he was just newly 
born. I did not, I mean I had never heard that term (Down syndrome) 
before. Eh .... I had never seen this kind of people either. I might have 
seen them but had not realized that they were people with Down 
syndrome. Mm .... er .... Afler having this son, I always meet this kind of 
people. 
6 115 Hmrnm .... You might have paid more attention to this kind of people 
afterwards, is that right? 
6 R15 Just among this building, there are already a few adults and children with 
Down syndrome. 
6 116 What was in your mind before he was checked in the X X Hospital? 
6 R16 M m .... What was in my mind? I had not thought of anything. Since it 
was a fact, I had to accept it. But my husband was different. Mm .... He 
wanted to abandon my son. He wanted to bring him to China and let him 
be taken care ofby other people. That means we are not going to see him 
anymore. I myselfhated to part with him. This son was mine! Therefore 
I have to take care of him myself. Actually the pressure from the outside 
world was not so great. It mainly came from the family. The pressure 
was from my husband. Eh .... that means he did not accept my son. 
6 117 How did he show his nonacceptance? 
6 R17 He said that my son was stupid. Eh .... this son was unable to promote 
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the future generations. My husband is a very conservative person. Eh .... 
he longed for a son very much. That is why I still gave birth to this son 
even though I already had three daughters. Finally this son turned out to 
have Down syndrome. The son that he has been longing for is like this. 
Eh .... he was absolutely disappointed. Having such a child, I think any 
other parents would feel the same. Mm .... His hope turned out to be a 
despair. He longed for a son and the son is like this. Therefore he could 
not accept him. 
6 118 How did your husband make you feel that he does not accept this son? 
6 R18 Eh .... from his conversations. His conversations! Since my son was 
bom, he really has never said a comforting word to me. [Voice lowered； 
He only says things which make me feel even more uncomfortable. 
6 119 Hmmm. What did he say? 
6 R19 Eh .••、. he said that he now understood why ancient people said, “ I t is 
rather to have a reckless son than to have a dumb one." What was the 
purpose of telling me this? Why didn't he say, “Oh, since our son was 
bom, let's bring him up." To say something in this way would be 
completely different. But he always said "Useless! Useless!" Mm .... 
That means even though we bring him up, it is meaningless. He kept on 
saying that there was no point rearing him. And he meant that it would be 
a waste of energy. 
6 120 Hm .... mm. How about now? Has his attitude changed? 
6 R20 Now, it is a little bit better. Since his son was able to play with him, he 
accepts him a bit more. Eh .... my husband feels that his son is actually 
not very stupid. In fact, his son learns quite a lot of things. Therefore the 
situation has improved a little bit. Anyway my husband still does not like 
him very much. 
6 121 Hmmm .... In the early stage, you had to bear a lot of stress. 
6 R21 Yes. [pause] Sometimes it is very difFicult to tell others about how much 
I have suffered. [The informant wept and the conversation stopped for a 
while.] 
6 122 What is your point of view? 
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6 R22 Eh .... my point of view? I have a sense of inferiority. 
6 123 Why do you have a sense of inferiority? 
6 R23 Eh .... why do I have a sense of inferiority? Firstly, my husband could not 
understand me. You ask me why? I feel that my fate is very bad. 
'weeping] Having three daughters and now being able to have a son, it 
should be something very happy, [pause] But why is he like this? [The 
informant wept and the conversation stopped for a while/ 
6 124 Mm. Have you changed your point of view now? 
6 R24 I cannot say whether I have changed or not. Eh .... I don't care. I still 
want to believe that since it has happened, I just have to accept it. I will 
bring him up and hope that he can take care of himself and earn his living. 
Mm .... I have no other hope. Nothing else. I wil l bring him up. I hope 
that he can take care of himself and earn his living. I won't be able to 
look after him for life. Is that right? I am in my forties. Of course he 
should live longer. Or i f he dies earlier, earlier than I do, he should be 
able to learn all the things. Now I just hope that he will be able to look 
after himself. I have no other hope. 
6 125 Hmmm .... Do you feel that it is possible for him to take care of himself 
in the fiiture? 
6 R25 I don't know whether he can take care ofhimself or not. The school he is 
studying in now has taught him how to take care ofhimself. The self-care 
taught includes putting on shoes and stockings as well as feeding. I don't 
know whether he will be able to cook for himself when he grows up. 
Even though he cannot earn his living, there are disability allowances 
provided in this society nowadays. However, he should be able to buy 
some foodstuff and cook it for himself. 
6 126 Now the school has taught him how to take care of himself. Eh .... i fhe is 
able to put on shoes and stockings, then when he grows up gradually, do 
you feel that it is also possible to guide him to buy foodstuff and cook for 
himself? 
6 R26 Now I have joined the Down Syndrome Association. I have visited that 
association and I have seen some older children as well as some younger 
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children. Mm .... Some of them are able to go to work. They are able to 
write and they have learned a lot of things. I feel that they are able to 
take care of themselves. But I do not know whether they can cook for 
themselves or not. I have not asked their mothers. I notice that some of 
them are able to go to work without being accompanied by their mothers. 
They go to work by themselves. I hope that my son will be able to do this 
as well. I hope that he will be able to take care of himself and he can 
recognize his way home after going out 
6 127 Hm .... mm. Have you thought of why he has Down syndrome? 
6 R27 I haven't thought of this before. I don't know why he has this syndrome. 
After his birth, there were a few people talking about this. Eh .... the 
doctor told me about it and the social worker also talked about it. While 
I go to have physiotherapy and occupational therapy, those nurses 
(physiotherapists and occupational therapists) also talked about this. 
Therefore I understand now. It is said that neither the father nor the 
mother is to be responsible for the syndrome. It is because there is a 
chromosome in surplus. But my husband does not believe this. Mm .... 
He insists that it is my problem. He does not believe in the fact. 
6 128 Hmmm .... Therefore it creates great pressure on you? 
6 R28 Yes. 
6 129 How about yourself? Do you believe this yourself? 
6 R29 I also feel that I was a little advanced in years when I was bearing this 
son. There could be some problems in delivering him. 
6 130 How old were you when you gave birth to him? 
6 R30 I was forty years old by the time I gave birth to him. Eh .... when I 
became pregnant, I didn't realize that it was necessary to aspirate the 
amniotic fluid for testing. Previously I gave birth to three daughters 
without any problem. Mm .... I only attended the antenatal check up 
after I got pregnant (of this son) for four to five months. I was quite all 
right. Very normal. There was nothing abnormal throughout my 
pregnancy. I also had not been asked to test the amniotic fluid when I 
attended the antenatal check up. In the later stage, one of the doctors 
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said that my foetus was already very big. It might be one of the reasons 
for not checking the amniotic fluid for me. I f the doctor told me that 
there might be something wrong with the foetus, what should he advise 
me to do then? The foetus was already so big. It might be dangerous to 
abort it. He did not ask me to test the amniotic fluid. After delivery, it 
was like this (the son has Down syndrome). 
6 131 Had the doctor ever asked you to abort it? 
6 R31 No. After delivery, I attended the follow up clinic and talked to the 
doctor. He asked when I first attended the antenatal check up. I told him 
that I was about five months pregnant. He just said, “Oh!” He might 
mean that it was already too late. 
6 132 Eh .... mm. That means even i f it was tested and there was something 
wrong with the foetus, the foetus was already very big and it would not 
be suitable for abortion. 
6 R32 Yes, I think so. 
6 133 Suppose you had been tested and the result was positive. That is there 
might be something wrong with the foetus，would you have continued 
with this pregnancy? 
6 R33 I f the doctors were willing to abort it for me, I would rather have it done. 
I f the doctors were willing to abort it for me, that means there should not 
be any problem (danger to me). I would not have had it i f I had leamed 
that the foetus was abnormal. 
6 134 Hmmm .... After he was bom, had you thought of abandoning him? 
6 R34 I myself hadn't. But my husband had. Mm .... I still insist that “As it 
comes, I should accept it". Since I gave birth to him, no matter how hard 
it would be, I would bring him up. This is my point of view. 
6 13 5 What are the changes on you after giving birth to him ？ 
6 R35 What are the changes on me? The changes are really I mean in the 
aspect of getting along with my husband. My temperament has been 
restrained a lot. Since he does not like my son, there is no point arguing 
with him all the time. No matter what he curses, I just leave him and 
keep my mouth shout. 
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6 136 Before his birth, .... er 
6 R36 I refuted. I refuted. I would not let him scold me. I would not let him 
curse whatever he liked. 
6 137 Now you feel that you have to swallow an insult. 
6 R37 [The informant nodded her head and wept. The conversation stopped for 
a while:. 
6 138 Have you asked him why it should be your responsibility? 
6 R38 At that time, we planned to have a child. 
[At this moment, Chu Chu had just fallen down from a stool and was 
crying. Mrs. Lam immediately rushed to him and carried him up. She 
talked to the child, "That is a stool. You are standing too high. You 
have to look before you get down. Don't be afraid."] 
6 139 [Also talking to the child, "Don't be afraid. You are very brave!”： 
6 R39 [Talking to the child, “Mama loves you. Mama loves you. Don't be 
afraid. You are not hurt. Your buttocks are full of flesh. Don't be 
afraid. It should not be painful. Don't weep”： 
The interview continued .... 
He cries with no noise. He only weeps with tears dropping down. But he 
does not make any noise. 
6 140 What would have the father done i fhe had just seen him falling down? 
6 R40 I feel that he is more concern about him now. Upon seeing him falling 
down, he would rush to him and carry him up. Then he would blame me 
for giving him a stool to stand on. 
6 141 Oh! Your husband starts to concern about your son. 
6 R41 Now he starts to concem more about him. While my son is sleeping 
during the night, he will have a look at him, see i f he is being covered. I f 
the air-conditioner or the fan is on，he won't let me adjust the wind to 
blow at my son directly. 
6 142 That means he starts to accept his son. 
6 R42 Now he starts to accept him. But when he grows up, .... Well, you are 
familiar with this kind of people. Once they grow up, their features of 
Down syndrome will appear. I don't know whether my husband will go 
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out with him or not at that time. At present, he has taken him out，such 
as to the supermarket. I don't know whether he will do so or not when 
he grows up. From the innermost of his heart, he does not like him. I 
mean he does not accept him. He is the kind of person who loves 
children very much. Now my son is still small. He is able to laugh and 
play with his father. Therefore my husband is also happy to play with 
him. 
6 143 You worry that when your son grows up, his features will become 
prominent, then your husband will not accept him. 
6 R43 [The informant nodded her head]. 
6 144 How about yourself? 
6 R44 I don't mind this myself. Now my neighbours don't know that my son 
has Down syndrome. I have not told them. When he grows up and when 
they ask me, then I will tell them. Now people have not asked me. When 
those ladies (my neighbours) came to have a chat here, they said that my 
son was very quiet and obedient. Just these. No matter what they said, I 
just nodded my head. I have not told them. Psychologically I don't want 
to let others know at the present moment. 
6 145 Hmmm. What are you afraid of? 
6 R45 Actually I am afraid of nothing. It is because I don't want to be talked 
about at the back. Eh .... you know that those ladies have nothing to talk 
about. They like to gossip. They will talk to this one and that one, saying 
that I have given birth to several daughters and now I have a son with 
Down syndrome. No point. I will just wait till they know it and ask me. 
From the time he was born till now, I had not taken the initiative to tell 
others. It is mainly because I am afraid that people will talk behind. I had 
already given birth to three daughters. I should be very happy to have a 
son. However he is like this. 
6 I 46 How was your state of mind at that time? 
6 R46 My state of mind at that time? When I had just gave birth to him, I was 
very happy to notice that he was a son. Afler learning that he has Down 
syndrome, my whole self drops completely. No mood at all. 
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6 147 Hmmm .... What were you thinking of at that time? 
6 R47 What I was thinking of? I wished that he was not having Down 
syndrome. That means I hoped that the blood result would show that he 
was not having Down syndrome. 
6 148 You had been waiting for about half a year for the test to come? 
6 R48 Actually I had already noticed it without being tested. I had noticed it 
without being told by others. Other babies, while being carried, their 
spines are very strong. Their lumbar spines won't be so soft. While I 
carried him, he recoiled into a lump in front of me. Other babies sleep in 
this way, outstretching their bodies. But he was different. He recoiled. 
It is because he was too soft (hypotonia). 
6 149 I see. That means before the blood testing, you had already felt that.... 
6 R49 .... he had some problems. It should be. The test was just to prove that it 
was true。I didn,t have to guess anymore. 
6 150 When he was newly born, had you ever wished that he would not grow 
up (would die)? 
6 R50 No, I had not wished in this way. But last November he had been 
admitted to the hospital. He was very short of breath. He could not 
breathe himself. He was intubated and was admitted to the intensive care 
unit. The attitude of my husband was .... It seems that he was consoling 
me and asking me not to be so anxious. He said that the doctors were 
looking after him. That means there were doctors looking after him and I 
needed not be so anxious. He also said that my son was so seriously ill. 
That means sooner or later he would not survive. 
6 151 When your son was so seriously ill, did you want him to survive or not? 
6 R51 Of course I wanted him to recover. I did not want him to .... Anyway he 
was my son. Of course I wanted to bring him up and see how he would 
be. I wanted to try my best to bring him up. I felt that since the heaven 
had already given me a son who had Down syndrome, don't let him have 
so many problems, let him grow up without any mishap. These were my 
wishes. Since he was already retarded, why should he had so much 
illnesses? This is my opinion. 
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6 152 I f th is were a daughter, would you have the same point ofview? 
6 R52 I f th is were a daughter, I might have abandoned her. I have already had 
three daughters. I f th is one was like that (had Down syndrome) and was 
a daughter, I would not bother having her. Having a daughter with Down 
syndrome need to worry even more. Having a son need not worry so 
much. 
6 153 Eh ... • what are you to worry about? 
6 R53 What am I to worry for girls. I worry that they would be raped by some 
bad guys. They would be too scared to shout for help when being 
attacked. They don't know how to protect themselves. For boys, it is 
not necessary to worry about this. This is my opinion. 
6 154 M m .... You said that after your son was born, your relationship with 
your husband deteriorated. Are there any other changes? 
6 R54 Actually there are not much changes. Life remains the same. It is mainly 
because my husband does not accept him. Therefore I feel very .... 
myself. That means not in a good mood. 
6 155 Ah .... ha. What do you do when you are not in a good mood? 
6 R55 I do nothing in particular when my mood is not good. Even though I am 
not in a good mood, I have to carry out those household chores at home. 
How can I neglect my daughters. My husband has to go to work. He 
goes to work everyday. Mm .... He has no free time to care about these. 
Even though I am not in a good mood, I still have to take care of my 
daughters. I f I am in a good mood, I have to take care of my daughters 
as well. 
6 156 Hmmm. At present, what are you worrying about most? 
6 R56 At present, I worry about his health most. I would be very scared of his 
sudden inability to breathe. I really do not know what to do i f he might 
die. I am very worried about this problem. I don't want to abandon him. 
I want to raise him up. 
6 157 Ah .... ha. Besides worrying about his sudden inability to breathe, what 
else do you worry about? 
6 R57 Nothing more. I am not worrying about any other things, but his 
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shortness ofbreath. I will take care of him as any parents would do for 
their children. Eh .... there is nothing for me to worry about. At present, 
I am not going to tell my neighbours yet (that my son has Down 
syndrome). I have nothing to worry about. 
6 158 I f your neighbours notice that your son has Down syndrome, what will 
you do ？ 
6 R 58 I f they ask me whether my son has Down syndrome, I will admit right 
away. I f they do not ask me, I am not going to tell them. This is my 
present point of view. 
6 159 Hmmm .... But at present you don't want to let others know. 
6 R59 No. For example, he is attending kindergarten now. People ask why I 
send him to study in Tai Wo Hau (somewhere a bit far from home). I 
haven't told them that it is a special school. I told them that this 
kindergarten has full-day course and my son has been enrolled by this 
kindergarten. Therefore he is studying there. Those women, i f I didn't 
tell them, they won't ask me for more details. I just told them this so that 
they would not bother me anymore. 
6 160 Ah .... ha. What is the impact of your son's birth on your husband? 
6 R60 The impact on my husband? He says that it is very annoyed. He always 
says that it is very annoyed. On thinking that the son is like this, he feels 
very annoyed. Sometimes the daughters talked to him and he asked them 
not to annoy him. My husband said to me that he was annoyed. Don't 
think that I am very pleased? I am also very annoyed. He is not the only 
one who feels annoyed? Why can't he consider my feeling? 
6 161 Have you talked to him about your feeling? 
6 R61 Yes, I have talked to him. I said that our son was already born. We have 
to bring him up, we have no choice. No matter we are annoyed or not, 
we still have to bring him up. I told him that I would not abandon our 
son. He said that he had never mentioned about not to rear him. 
Anyway, our son is not normal. That means our son is unable to help him 
to promote the future generations. Now he still wants me to have another 
child for him. He wants to gamble for a normal one. 
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6 162 Hmmm. Are you willing to do so? 
6 R62 At first, I have thought ofthis myself. After further consideration, I feel 
that it is not worthwhile to give birth to another one. I am advancing in 
my age. There could be other problems. Down syndrome is not the only 
problem. On the contrary, Down syndrome can be detected by aspirating 
the amniotic fluid. But other problems, like autism, cannot be detected. 
Autism cannot be detected. Also, cerebral palsy could not be detected as 
well. [Looking at the interviewer for an answer 
6 163 Some problems can only be revealed after the child is born. Some cannot 
be detected in advance. 
6 R63 That's right. Things cannot be anticipated in advance. I f I give birth to 
another one who is like this, my whole life wil l be like this. Now I have 
already got this son. It would be very difficult for me i f I am going to 
have another one like him. No matter how much my husband .would want 
to have another son, I don't care. I am not going to stick to him. 
6 164 Hm .... mm. Will he be unhappy? 
6 R64 Now he is already unhappy. Since I am not going to have another child 
for him, he is unhappy. Even though he is unhappy, I can't help it. He is 
not the one to take care of the child. I f the child has any problem, it 
would be me who suffers. 
6 165 Don't you worry that he will go out to .... (get another woman to have a 
child for him)? 
6 R65 Now I can't worry too much. He has already wamed me that i f I don't 
agree to have another child for him, he will go out to look for another 
woman to do so. I said that I don't care. I told him to find one i f he 
wants to. 
6 166 Mm. Would you guess whether he has already done so? 
6 R66 At present, I think he has not. He is working very hard now. He has no 
time to make friends with those kind of people. He does not have time to 
spend in pleasures, such as in the world of wine and women. As for the 
future, I don't know. I cannot worry so much. I f he wants to find 
someone (to have a child for him), I can't help it. I am not going to bear 
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another child. I fhe wants to find someone, he will just do as he pleases. 
6 167 After the birth of this son, is there any impact on the elder sisters? 
6 R67 The elder sisters love him very much. I explained to them and I told them 
about their younger brother's condition. When seeing some older Down 
syndrome children playing in the street, I told them that their younger 
brother would be similar to those people. I asked them i f they felt them 
ugly. They said, “No, they are quite handsome." I asked how they would 
respond i f their friends or classmates would laugh at them saying that 
their younger brother is an idiot. They said they would ask them to mind 
their own business! 
6 168 That means his elder sisters can accept him? 
6 R68 Yes, they can. But I am not sure whether they still can as they grow up. 
They are still quite young. My eldest one is studying in Form 11. My 
second one is in Primary V I and the other in Primary II. At present, they 
all love their brother. 
6 169 Mm. After having this son, is there any change in your relationship with 
your relatives? 
6 R69 No, there is no problem with my relatives. 
6 170 Not at all drifting apart? 
6 R70 No. 
6 171 Do they know that your son is like this? 
6 R71 They know. My cousin is a nurse. She is working in the X X Hospital. 
She says that children with Down syndrome are better than those with 
autism. She said that it would be even worse i f my child is with autism 
because he would not listen to me. Now, my son do listen to my 
instructions. As a nurse, she is quite understanding. There is no problem 
with other relatives. All my husband's relatives are in Guangzhou. Once 
we go to visit them, they are very happy. They will not mind my son's 
condition. My own relatives do not mind as well. 
6 172 Hmmm. Do you have father-in-law or mother-in-law? 
6 R72 I have my father-in-law. My mother-in-law had passed away. On the 
contrary, my father-in-law is more open-minded than my husband. I told 
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my father-in-law that his grandson was retarded. He said that everyone 
was different. There were bound to be some people who were clever and 
some who were not so clever. His thinking is different from that of my 
husband. My husband completely cannot accept my son. But my father-
in-law doesn't show annoyed to have such a grandson. 
6 173 Ah .... ha. After hearing about that, how do you feel? 
6 R73 I feel reassured. My father-in-law's attitude is different from that of my 
husband (complete nonacceptance). 
6 174 M m .... mm. How about your friends? 
6 R74 All my friends don't know (that my son has Down syndrome). I have told 
none of them. I have just informed my close relatives. All my friends 
don't know. I have not told them. Some former good friends and 
colleagues enquired about my son and they asked i f he has attended 
schooJ. I just told them that he is quite good and is now attending 
kindergarten. 
6 175 Hm .... mm. You don't even tell your good friends? 
6 R75 [The informant nodded her head.] 
6 176 Why? 
6 R76 I don't want to let them know. As friends, we seldom meet each other. 
We usually communicate via the telephone. Each one of them has her 
own family. I have my own family as well. Since we seldom meet each 
other, I don't want to tell them so much. 
6 177 Hmmm .... In times of difficulties or unhappiness, who is the one most 
helpful to you? 
6 R77 My mother. My mother accompanies me and comforts me. She asks me 
to raise him up and not to think too much. Besides, no one can help me. 
6 178 She supports you psychologically. 
6 R78 [The informant nodded her head.: 
6 179 Apart from psychologically supporting you, what else does she help? 
6 R79 Nothing more. She just comforts me and asks me not to think too much. 
I still have to take care of my own son. She cannot help me to look after 
my son because she has her grandchildren to take care of. 
155 
6 180 M m .... mm. What do you usually think about? 
6 R80 What do I usually think about? I blame my husband for asking me to 
gamble for a son. It is him who wanted a son, otherwise we should be 
quite happy with the three daughters. Talking about this point, my 
husband said that I had always put all the blame on him. He was not 
happy about it and he said that it should be my problem. 
6 181 Hmmm .... He thought that you inherited this syndrome to your son? 
6 R81 Yes. 
6 182 Besides this, what else has been bothering you? 
6 R82 What else? I f he would really go out to find another woman and he 
would abandon our family. This is the thought that has been bothering 
me most. 
6 183 M m .... mm. What do you do to deal with your worries? 
6 R83 I ask myself not to think too much. Once thinking about this I feel 
annoyed. Therefore I ask myself not to think too much. 
6 184 Have you thought of improving the relationship with your husband? 
6 R84 There is no obvious problem in getting along with him provided that I do 
not talk about our son. I don't have to face him all the time. He goes to 
work everyday. He returns home for dinners and he watches television. 
We don't have much to talk to each other. He does not always scold me 
or take advantage of me. This is the usual way of how we get on with 
each other. We don't have much to talk to each other nowadays. 
Sometimes I talk to him about our son, but he doesn't like to hear it. 
Now I no longer talk to him things concerning about our son, such as 
things he has done in the school and other activities. Since he is not 
interested, there is no point telling him about all these things. In case 
there is anything happened, I have to settle it down myself. 
6 185 Mm .... mm. Will he not ask you at all? 
6 R85 He is very conservative. Eh .... he won't listen to others. What he 
believes to be true has always got to be true. He won't listen to others' 
explanations. Mm .... Sometimes I talk to the social worker about my 
problem. The social worker suggested to talk to him. But he always said 
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that he was busy and he refused to talk to her. 
6 186 He refused to see the social worker? 
6 R86 He didn't go to see the social worker. Not to mention about seeing her, 
he even refused to talk to her over the telephone. What he believes to be 
true has got to be true. No one can ever changed his mind. When the 
social worker said that she would like to talk to him, I gave her his 
telephone number and I asked her to call him herself. I f I ask him to see 
the social worker myself, he definitely will not go. 
6 187 Hm .... mm. Has the social worker ever contacted him? 
6 R87 Yes. 
6 188 Has he not listened (to her call)? 
6 R88 Over the phone, he said that he was busy. I f he said that he was busy in 
his work, the social worker definitely would not interrupt him. Now I 
wil l just bring my son up without worrying too much. I will not care 
about how my husband treats me. I am not going to worry about these 
things, or else I would become crazy. 
[The informant wept again, a packet of tissue paper was offered to her. 
The conversation stopped for a while/ 
6 189 Mm. It 's good that you can reason out yourself. 
6 R89 I f I am not talking about my husband, I won't be so agitated. Once I talk 
about him, I feel upset myself. 
6 190 [pause for a while] At present, what is your greatest hope? 
6 R90 My greatest hope is that my son will be able to look after himself some 
day. This is my greatest hope. 
6 191 Hmmm. How about the hope for your own self? 
6 R91 For myself? I have no idea. 
6 192 What services do you think are helpful to you? 
6 R92 Since he was born, there are a few services which are helpful to me. He 
has learned quite a lot of things. I f there are no occupational therapists or 
physiotherapists, I really don't know how to teach him myself. Even 
walking one step needs to be trained. I have to teach him to bend his 
legs. I have to lead him to walk step by step. I f the physiotherapists have 
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not taught me, I really don't know how to train him. They are very 
helpful. 
6 193 M m .... mm. What services do you think will be helpful to you? 
6 R93 What services? I hope that there could be some boarding schools for him 
when he is over ten years old. Let him stay there to train himself. When 
he is staying at home, I will help him to a certain extent. I f he can stay in 
the boarding school, may be he can adapt and look after himself. I f there 
are dormitories (for these children), parents can relax a bit. That means 
parents can have time of their own since they don't have to watch them 
all the time. I hope that when he grows up, there could be some 
dormitories for him to reside in. I am afraid that as he grows up, his 
father wil l not accept him. I f there are some dormitories for him to reside 
in, my husband doesn't have to face him everyday. 
6 194 Hm .、…mm. Since he was born, is there any effect on the financial 
situation of your family? 
6 R94 Not much effect on our finance. Now my son has the disability 
allowances every month. Therefore there is not much effect on our 
finance. 
6 195 Hm .... mm. What were the things you would like to do but was unable 
to do because ofthe presence of this son? 
6 R95 What did I want to do? I would like to go out to work. It is impossible 
for me to consider this now because I have to take care of him. 
6 196 M m . •.. mm. Did you work after giving birth to the three daughters? 
6 R96 No, I did not work after giving birth to my daughters. But my daughters 
are normal and they can look after themselves. Even though I go out to 
work, it will not be a problem to them. But this son cannot look after 
himself. Therefore I won't be able to go to work. I think that it would be 
good for me (my morale) i f I go to work. I won't be thinking so much as 
I do now. I f I would work as other people do and I would chat with them 
happily, a day could be easy to pass by. When I 'm at home, it is different. 
I am the only one staying at home alone. After my son has returned home 
from school, I have to help him with his homework. I have to teach him 
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to recognize colours and do the matching. 
6 197 M m .... mm. Does your eldest daughter understand that you have to 
suffer petty annoyances? 
6 R97 She knows. She hasjust asked me why I had married to her father at that 
time. She said that her father's temper was very bad. I told her that he 
wasn't like this when we were dating. His temper was not so bad. 
6 198 M m .... That means she does not agree with her father's way of treating 
you and her brother? 
6 R98 No. But what could she do? The daughters are also afraid of him. 
Although he loves them very much. He loves his daughters very much 
and is willing to buy whatever they demand, but he is very harsh when he 
is loosing his temper. 
6 199 M m .... mm. Eh .... has he ever beaten them? 
6 R99 No, he has never beaten them. He loves them very much. He is the kind 
of person who loves children very much. 
6 1100 Eh .... how about you? Has he ever beaten you? 
6 RlOO Yes, he has. 
6 1101 For what reasons? 
6 R101 Because of some minor problems. It happened in the year before last. 
His niece is of the same age as my youngest daughter. They were playing 
together with paper dolls. They cut the "beautiful dolls" from the paper. 
While they were playing, they left some rubbish here and there. When my 
husband returned home, he shouted that the house was in a mess. He 
scolded me for not telling the girls to pick up the rubbish. I said that they 
were still playing and there was no point asking them to pick up the 
rubbish at that moment. I had just said that. I also said when there were 
a few people in the house, it would be a bit untidy. He did not like to 
hear me saying these. I went to the kitchen to wash the dishes. He went 
in as well to beat me. There was a portable fan in the kitchen. He held it 
/ 
up and threw it against me. 
6 1102 Hm .... mm. Were you hurt? 
6 R102 Both my knees were hit. He rushed out of the kitchen to get something. 
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I shut the door at once. I f I let him in, I didn't know how he could do to 
me. I really didn't know how he would do to me. At last, I phoned my 
father and told him the incident. My father asked me to report to the 
police. I didn't want to magnify the incident. Once I reported to the 
police, the whole family would dissolve. My husband is the kind of 
person who considers his face very important. I f the incident was 
magnified and revealed to everybody, it would be disastrous. I said that I 
was not going to report to the police but I asked my father to come and 
he could scold him. 
6 1103 M m .... mm. Did it work? 
6 R103 He didn't listen to my father's phone. My father rang him up but he 
didn't listen to my father's call. At that time my mother was not there. 
She went to China and stayed there for one month. 
6 1104 Did ypur mother live with you? 
6 R104 No, she lived in Yaumatei. At that time she was not in Hong Kong. 
When she returned, she criticized my husband. He told my mother that I 
argued back which made him angry. He didn't like to be argued back by 
me. He often returned home and scolded me unreasonably. It was 
impossible for me not to answer back. Unless one is dumb, or else he will 
answer back. 
6 1105 M m .... mm. Has your son been bom at that time? 
6 R105 Yes. 
6 1106 Before the birth of your son, how did he treat you? 
6 R106 I didn't feel that it was too good. He wasn't the kind of person who was 
tender and protective towards me. It will be okay i f I listen to him. I am 
not supposed to argue back. Whatever he says I have to say, "Yes. All 
right." My father asked me to report to the police. He was afraid that my 
husband would beat me for the second time. I told my father that i f he 
beats me again, I will divorce him. What else should I do? Let him beat 
me again? I won't. 
6 1107 Mm .... mm. Has he beaten you again? 
6 R107 No. I went to my maiden home and told my relatives about the incident. 
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Later on my brother-in-law talked to him. My husband criticized me for 
letting everybody know about the incident. He disliked my telling people 
that I was beaten by him. I said that once he had committed it, he should 
not be afraid ofbeing criticized. I argued back in this way. He behaved 
badly and yet he was afraid ofbeing known. I feel that his attitude is very 
bad. He will never talk to me like the way we are talking now. In a 
conversation, he flares it up in less than two minutes. It seems that we 
have not much to talk about anymore. I seldom talk to him because I feel 
that he intends to invite quarrels. It seems more difficult to communicate 
with him. Therefore I prefer to keep my mouth shut. Now I will just 
respond casually when he is talking about some unimportant things. The 
conversation won't continue once we talk about our son's business. 
Since he is like this, I can't help it. I can only blame that my fate is such. 
This is the husband I have chosen for myself. I f I really cannot tolerate 
him, what I can do is a divorce. At present, he has not beaten me again. 
Therefore I just let him go. Since he has kept giving me the housekeeping 
money and he is not going to abandon the family, I just have to let it go. 
6 1108 Hmmm .... His temper makes it difficult for you to live together with him. 
Once you obey him, it will be okay, is that right? 
6 R108 No matter he is right or wrong, I am not going to argue back now. My 
mother has already asked me not to argue back. No matter he is speaking 
right or wrong, just let it be. 
6 1109 Then you are able to live together peacefully? 
6 R109 Yes. There is no point quarreling with him all the day. After the quarrel, 
one would bound to be in a bad mood. I f he wants to quarrel, I will just 
keep my mouth shut. 
6 1110 Ah .... ha. Then it will be okay? 
6 R110 Since I am not going to argue back, he has no target to scold. After 
giving vent to his anger, he will keep his mouth shut. Then I am not 
going to talk to him for several days. I fhe retums home for dinner, I will 
cook his share. Anyway I am not going to talk to him until I am calm 
down. I can only get along with him in this way. 
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6 1111 M m .... mm. Is it very hard for you? 
6 R111 Sometimes it is difficult to say. Other people get married to husbands 
who are gentle, affectionate and considerate. However, I get married to 
such a husband. My fate is such. I cannot blame anyone. What I can 
blame is my unlucky fate. 
6 1112 Eh .... i f your son were normal, would he treat you better? 
6 R112 I don't think so. Might be a little bit better. But would not be very good. 
This is his temperament. I don't think he would treat me very well. 
However, he would not let out his temper so readily. I f the son were 
normal, for the sake of the son, he might hold his temper. However, he 
would not be so considerate as others' husbands are. 
6 1113 Hmmm. Is there anything I have not asked you but you would like to 
raise up? 
6 R113 I don't know what to say. The most important thing is as I have just told 
you. That is to have some dormitories for him to reside in when he grows 
up. I should think that the most difFicult period had passed. Now my son 
is attending kindergarten. After he has gone to school, I can have a few 
hours to relax. When his classes are over for the day, I have to spend my 
energy to teach him at home. 
6 1114 When did you start to accept him? 
6 R114 I cannot tell specifically when I started to accept him. All along, since he 
was born, I had never thought of abandoning him. It was my husband 
who wanted to abandon him. I had never thought of abandoning him. 
No matter how difficult it will be, I will bring him up. 
6 1115 Hmmm. I hope you can persist in your goal and continue to raise up your 
son. 
6 R115 I hope he will not have any illnesses. 
162 
Appendix VDI 
SECTION OF INTERVDEW SCRIPT WITH ITS CROSS-CHECKEVG 
Key: 
1 : Interviewer 
R: Respondent 
2 133 Mm .... After you had given birth Mm ... Then after the birth of 
to Yan Yee, what was your Yan Yee, how did you feel when 
feeling at that time? you saw her at that time? 
2 R33 Very confused at that time. I Very confused at that time. 
had no idea at all. I really did Actually, I have no idea at all. I 
not know how to take care of have no idea how to take care of 
her. I had no idea at all. I her, I really have no idea. I 
simply followed the doctors' simply follow the doctors, 
instructions. When admission to instruction. That is be compliant 
the hospital was required, I sent to be admitted, accept to 
her to the hospital. When an undergo surgery i f advised. That 
operation was required, I is follow what the nurses and 
consented to the operation. I doctors have told me to do so. 
followed the nurses' and That is it. 
doctors' instructions all along. 
2 134 What are the special differences In comparing with other children, 
in taking care of Yan Yee in what are the major differences in 
comparing with other children? rearing up Yan Yee? 
2 R34 It was very difficult at that time. It was very difficult at that time. 
2 135 Yes. Howdifficultwasit? Yes. How difficult was that? 
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2 R35 When she was below two years She has got the bag (colostomy 
old, she got the bag (colostomy bag) with her by the age o f two . 
bag) with her, I dare not go out I did not dare to go out for too 
for a little bit longer. After two, long. After she reached the age 
the problem of the gut was of two, that is after the gut 
settled. While she was playing in problem settled, we went to the 
the park, people viewed her in a park to play with others and they 
different way. Those children looked at us differently. Those 
playing in the park were very children going to the park to play 
smart. The situation remains the nowadays are ve17 smart. Up till 
same up till now. She is a bit now, all of the children grown up 
clumsy, so people treat her and they keep on going to play in 
differently. the park. She (Yan Yee) is 
comparatively a bit stupid, she is 
still being treated differently. 
2 136 How differently did people treat How is it being treated 
her? differently? 
2 R36 When the children saw my They all in a group seeing you 
daughter like this, they would like this, they will not play with 
not play with her. Even though you. Even though some of the 
some of the children did not children do not know, all of 
know and were willing to play them, and they are willing to play 
with her, their mothers would with her. Some children are 
come and pull them away willing to play with you but their 
immediately. I feel really bad mothers will come and take their 
myself. child away. Then I really feel 
very bad too. 
2 137 Is it still like that? Does this problem still persists? 
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2 R37 Yes. Up till now. I take it easy Up till now. It sometimes occur. 
myself. Everywhere I go, there That is I have to be open minded, 
are such kind of people. Those That is there are people like this， 
who are open-minded will allow same as other adult, whenever I 
their children to play with Yan go. Some of the people have a 
Yee. Some do mind very much. more open minded then they will 
As we went to the park, when not interfere and they allow their 
other children played with her, children to play with her. But 
their mothers or grandfathers there are some people who really 
would take them away. mind. That is, as we go to the 
park, those children will play 
with her, and their mothers or 
grandfather will take them away. 
2 138 Then you feel very sad at that So didn't you feel very bad at 
_ that time ？ 
moment ( 
2 R38 Yes. I did. But now I have Yes, I did. Then I have to make 
taken it easy. I f they do not play myself become more optimistic, 
with her, up to them. That is I do not mind i f they do 
not play with me. It is up to their 
choice. That is it. 
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Appendix VDI 
SECTION OF mXERVBEW SCRIPT WITH miTLVL CODEVG 
Key: 
1 : Interviewer 
R: Respondent 
Interview script Initial Coding 
2 114 What did the doctor say? 
2 R14 At first the doctor said, “What ..... Down syndrome." Knowledge deficit 
Basically we did not know what the matter was. I did 
not understand at that time. Then I asked the doctor 
what Down syndrome was. He explained to me. It was 
said that there were problems with the chromosomes: 
one extra chromosome in surplus. That is what I can 
remember. He said that it was the cause, i.e. the cause 
of this syndrome. 
2 115 Besides explaining these to you, what else did he say? 
2 R15 He asked us to go to the X X Hospital to check- the formal referral 
parents' (our) chromosomes. The result indicated no 
abnormality. That was it. 
2 116 After hearing the news that Yan Yee had Down 
syndrome, how did you feel at that moment? 
2 R16 I disbelieved completely. To my knowledge, all emotional reaction: 
generations in our families have no such kind of person. - disbelief 
Why is there suddenly one? I totally disbelieved. It was 
difficult to differentiate (Yan Yee from other normal knowledge deficit 
babies) when she was a baby. When she grows up, I feel 
that her mouth and the features of her face may resemble 
people having this syndrome. But it was difficult to 
differentiate at that time. I completely disbelieved and I emotional reaction: 
could not accept the truth. - disbelief 
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2 142 Besides the colostomy bag and her unsteady gait, what 
else do you think she needs special care? 
2 R42 In daily living, she needs more care than other people, special needs: 
Now she still has to be fed, she still has to be fed. Her - feeding 
defecation and micturation also need to be looked after. - double 
I f I do not remind her to go to toilet, I have to change incontinent 
several pairs of trousers for her everyday. I f I ask her - extra workload 
to go to the toilet, she will go. That means I have to 
remind her. She seldom goes to the toilet of her own 
accord. Very rare, just occasionally. Despite her regression 
growing up, I feel that her I.Q. seems regressing. 
2 143 How does she regress? 
2 R43 She becomes more clumsy. It was better when she was developmental 
younger. I feel that she is now becoming more clumsy, delay 
Everything needs to be reminded recently. When she 
was about five, she could respond to everything, regression 
Sometimes she expressed her needs for urination and 
defecation by using single words. But now she does 
not. It is necessary to remind her. I feel that she is extra caring 
going backwards. demand 
2 144 What is your view? 
2 R44 I talked to the staff in the centre. Miss X is very nice, seeking social 
She said that we could have more training on the areas support 
which Yan Yee is weak in. problem-focused 
coping 
2 I 45 How does it change your daily life? 
2 R45 I notice that my daughter is like this. I have to face the face the reality 
reality. It was difficult to accept in the beginning. I acceptance of the 
comfort myself, telling myself that my daughter is not child 
the only one who is like this. Sometimes when I go out, emotion-focused 
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